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Foreword

For centuries, care of the dying was an occasion for
compassion, empathy, ritual, and prayer, not an exercise
in ethical decision making. Most cultures possessed cus-
toms, symbols, and religious practices designed to provide
comfort and solace to dying people and their families. Any
decisions made centered on nonmedical issues, such as suc-
cession to the dying person’s social role, power, wealth, or
possessions. Physicians attended mainly to relieve pain and
to make the official pronouncement of death.

All of this has changed drastically in the last half century.
Ethical decisions now dominate what formerly was a time of
community solicitude. Discord between and among families,
physicians, and other health-care professionals is now com-
mon. Dissent about divergent potential courses of action in a
dying patient’s care constitutes the most frequent reason for
ethics consultations. Everyone sincerely wants to do the right
and good thing—especially when the patient loses the capac-
ity to voice his or her opinion of what that means. But deciding
what is right and good has become vastly more complicated
than before due to three overarching changes in our society:
the expanded power of medical biotechnology over all phases
of human life, the proliferating diversity of cultural and reli-
gious belief systems, and the rise of participatory democracy,
predominantly, though not exclusively, in Western societies.

Of these three, the precipitating factor is the power of
physicians to determine the manner, timing, and quality
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of dying virtually at will. As a result, the natural history of
every disease has been radically altered. The life of the dis-
eased person can be lengthened or shortened, and its quality
shaped by cultural, religious, personal, and social determi-
nants. Life-sustaining treatments can enhance or impede
nonmedical ends, and choices must be made.

At one time, at least in circumscribed communities,
there might have been uniformity in the values underly-
ing such decisions. This is very rarely the case today. Much
more frequently, the assemblage of decision makers—
physicians, nurses, social workers, pastoral counselors, fam-
ily members, and patient—will differ among themselves on
the most fundamental questions: What is the meaning and
value of human life? What constitutes a “quality life”? Is as-
sisted suicide or euthanasia morally permissible?

Added to the power of biotechnology and the complexi-
ties of moral diversity is the growing power of patients and
surrogates to participate in clinical decisions. From merely
the right to refuse treatment, the autonomy rights of patients
or their surrogates have expanded to become a virtual right
to demand and in some cases to micromanage treatment. On
principle, each person in the decision-making assemblage,
as a human being, is owed respect for his or her person and
dignity. Health professionals cannot impose their notion of
what is good on the patient or his or her surrogates. Nei-
ther can patients or their surrogates impose their will on
the health professional. Nor can one health professional, for
example, the physician, impose his or her will on the other,
for example, the nurse.

In the midst of this potpourri of values, demands, and
obligations, there is often some “advance directive” which
formally or informally purports to represent what the pa-
tient would want, could the patient make his or her own
decision. Anyone who has tried to interpret a living will in
the face of the conflicting interpretations of what that will
means at the actual moment of decision making knows how
troubling an advance directive can be.
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The number of books and articles end-of-life ethics has
generated is overwhelming, but the current volume has
several things to recommend it even in the face of such a
surfeit of advice now available. For one thing, this book
more closely articulates hospice and palliative care with the
end-of-life decision-making process. Secondly, the essays
here derive from a successful series of articles in Missouri
Medicine; no state has seen more discussion of these issues
than Missouri. In 1989, the historic and unfortunate right-to-
die case of Nancy Cruzan went from Missouri to the United
States Supreme Court and ended there. Finally, this book
covers all dimensions of this matter, legal and medical, in
an integrated and effective way.

Nearly every one of us, sooner or later, must face these
decisions for ourselves or for members of our families.
Many will be in the position of serving as surrogate deci-
sion makers, holding the authority of a durable power of
attorney for health or in an unofficial position when no ad-
vance directive exists. No one can responsibly afford to be
ignorant of these complex issues and the inescapable neces-
sity for making a decision under these conditions.

Medicine’s advances are creating ethical issues because
they afford many more choices than ever before about how
long we live and how our lives end. More medical advances
are sure to come and more dilemmas sure to follow. If par-
ticipatory democracy is to be a viable reality, bioethics must
become everybody’s business. This book will assist that aim
at least in providing discussion of the most frequently en-
countered ethical decisions we will all face one day.

Edmund D. Pellegrino, MD, MACP
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Introduction
David A. Fleming and John C. Hagan |l

More than two million Americans die every year. Health-
care providers are therefore forced daily to confront often
agonizing decisions that must be made for dying patients.
Patients and their families face difficult choices about the
“quality of death” that dying will have and the kind of care
they need and want at the end of life. Though death can be
dramatically delayed by the ever-expanding capabilities of
medical technology, ultimately, death cannot be indefinitely
postponed. Unfortunately, the culture of medicine has been
slow to accept this reality. Physicians and family often re-
luctantly and belatedly accept death when further treatment
is irrefutably futile. This delay in acceptance tends to delay
referral to hospice and palliative-care services at a time
when dying patients need them the most. In addition, when
death is imminent, physicians may be prone to withdraw
from their patients, feeling that their skills of diagnosis
and treatment have failed and they are no longer needed or
wanted. Paradoxically, trust and ongoing commitment by
physicians to care for patients are never more important, or
more needed, than when death looms.

Over the past several years patients and health-care
providers both have recognized these concerns and are
developing greater understanding about death and dying.
Physicians are now learning the importance of knowing
and respecting the wishes of their patients, and they are
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optimizing care at the end of life, even when further treat-
ment is futile in terms of prolonging life. The American
Medical Association’s 1995 Study to Understand Progno-
sis and Preferences for Outcomes and Risks of Treatments
(SUPPORT) documented that dying in this country is un-
necessarily painful and costly and that physicians often do
not understand or respond to patients” wishes. In 1997 the
Institute of Medicine reported, “People have come to fear a
technologically over-treated and protracted death and dread
the prospect of abandonment and untreated physical and
emotional stress.” In 1996 the Robert Wood Johnson Foun-
dation launched “Last Acts,” a national campaign to pro-
mote improvements in care of patients near the end of life.
This initiative has promoted changes in health policy and
communication with health-care providers and consumer
groups about the need to optimize end-of-life care. The Last
Acts campaign is working to ensure that seriously ill and
dying patients receive the best care available and have the
fullest understanding possible about the options available
to them. Collectively, these are “quality-of-death” issues.
In attempting to address these pressing concerns, the au-
thors of this text offer a series of writings, many of which
were originally published as a series of acclaimed articles in
the Missouri Medicine medical journal, to further elucidate the
issues and offer solutions to providers, patients, families,
and caregivers confronted by incurable illness and death.
All physicians and care providers must learn that relieving
pain and physical suffering, though important and a major
challenge, is not the only concern when caring for dying pa-
tients. Providers should also know when and how to effec-
tively utilize palliative-care services and to refer patients to
hospice in a timely manner. Though increasingly important,
these concepts are still poorly understood. All must learn
to be responsive to the needs of our patients resulting from
their cultural and spiritual or religious beliefs and remain
sensitive to the differences that exist in these areas. Physi-
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cians and other providers must also be prepared to address
the often agonizing forms of spiritual and psychological
suffering that dying patients endure, including the loss of
hope that often overshadows physical suffering. We also ad-
dress the burden of caregiving that is typically provided by
untrained family members. This must be considered by the
health-care team as caregivers become increasingly involved
in the coordinated care and treatment of their loved ones
near the end of life. Caregiving is an increasingly important
concern and extends well beyond the care of patients with
cancer. The United States and most developed countries
have aging populations with an exponential growth of pa-
tients diagnosed with Alzheimer’s disease. This is a major
consideration in addressing the allocation of health-care re-
sources and the compelling challenge that physicians have
to help older patients and their families make end-of-life
decisions. As our country ages, we will have an ever-larger
number of patients with cancer and other forms of terminal
illness. This means that nonprofessional, nonpaid (usually
family) caregiving will become increasingly important in
the overall scheme of end-of-life care. The risks and stresses
involved in caregiving have huge implications for the over-
all success of end-of-life care and how the trust relationship
develops between physician, patient, and caregivers.

This book emphasizes palliative care and hospice care
because physicians are often reluctant to refer patients to
these programs for fear that doing so will be viewed as aban-
donment. Physicians also resist using opioids and other
controlled substances aggressively for dying patients; this
resistance may stem from a poor understanding about indi-
cations for these drugs and fear of retribution from regula-
tory agencies for using them. In addition, physicians may
have strongly held personal beliefs about performing ac-
tions that may lead to premature death. We, as physicians,
are both ethically and legally accountable for our actions.
However, physicians should not be afraid to act according to
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the needs of their patients, even if that means aggressively
using opioids or other controlled substances or withdraw-
ing futile treatment when indicated.

Referenced in some of our chapters is a major contribu-
tion from the American Medical Association, the Education
in Palliative and End-of-Life Care (EPEC) Project (originally
called Education for Physicians in End-of-Life Care), which
was developed in 1999 to help bridge the gap between pa-
tient/family expectations and the current state of end-
of-life care. The goals of EPEC are to help physicians and
other health-care providers develop the skills and confidence
that will enable them to provide good end-of-life care, to
strengthen physician-patient relationships, and to enhance
physicians’ personal satisfaction with the interaction and
care they provide patients and their caregivers.

EPEC is a modulated program with four plenary presen-
tations and seventeen modules that cover a wide range of
clinical decision making and the basic concepts of interdis-
ciplinary supportive care. Though EPEC is not an attempt
to make every physician an expert in palliative care, it will
enable greater competence through skill building and en-
hance confidence of physicians who face the difficult and
challenging circumstances of suffering and dying. The psy-
chological and physical symptoms that accompany death
can be severe, often dramatically affecting patients’” will to
live and their sense of autonomy. Although treatment for
even the most severe forms of cancer pain is available and
can be effective if done with an informed, multidisciplinary
approach, surprisingly, up to one-half of patients in pro-
grams devoted to palliative care still report significant pain
one week before death.

The barriers to and pitfalls of effective end-of-life care
may be daunting, but they are not insurmountable. The
means to provide effective relief of suffering and to opti-
mize the quality of death of terminally ill patients, their
families, and their caregivers are available and can be
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accessed through the resources provided in this text and
through referral to specialists in palliative-care and hos-
pice services. As the needs and expectations of patients
and their families become more challenging with the pro-
gression of disease, and as effective treatments diminish
in the march toward death, the opportunities for provid-
ing care instead of treatment become more compelling. We
hope this text will be a helpful resource for students and
learners in the health professions, and for all students pre-
paring for participation in the health-care team as mem-
bers of the clergy or in social work.

Through building their skills, increasing their aware-
ness, and fine-tuning their insight, physicians and other
health-care providers have the opportunity to develop the
ability to meet the needs and expectations of patients and
their families through trusting, caring, and committed
relationships. Optimal communication, good documenta-
tion, informed decision making (by both physicians and
patients), and fearless use of interventions that will relieve
suffering of all forms are the keys to success in end-of-life
care. Effectively integrating these components for the ben-
efit of patients in the future will be the ultimate challenge in
the always-changing environment of health care. This text
is presented in the belief that everyone should experience
the highest possible quality of death.






Part 1
Control of Suffering
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Pain Management at the End of Life
Clay M. Anderson

Pain is a universal aspect of life and part of our sensory
experience. It is necessary and adaptive. At the same time,
it is a form of suffering that can affect the duration and
detract from the quality of human life. Currently, there are
both pharmacologic and nonpharmacologic tools that allow
us to modify pain in such a way as to minimize its impact
on quality of life. This is a miracle of modern medicine. Still,
around the world as well as in the United States, most pain
sufferers are inadequately treated, for a variety of reasons.'
In other countries, the necessary medications may not be
available.? In the United States, the barriers to adequate
pain modification include regulatory burdens, cost, myths
about pain and pain medicines, and lack of education for
the public and for medical professionals.?

Significant pain is present in the majority of patients dy-
ing of chronic diseases such as cancer, heart disease, lung
disease, and diabetes.* End-of-life care entails treating pa-
tients with these chronic diseases when the diseases are in
their final phase, with the focus on bringing about relief of
suffering and aggressively treating symptoms caused by the
diseases. The common complaint of pain at the end of life is
usually eminently treatable now, yet most patients remain
undertreated.” Here I will describe the problem of pain at
the end of life and then show a way to optimally manage
pain in this vulnerable population.



10 Care of the Dying Patient

The Problem: Pain and Its Pathophysiology

Pain, one of many forms of suffering, is common at the
end of life and is usually accompanied by a plethora of other
symptoms, including dyspnea, nausea, confusion, anxiety,
and depression.® Pain seems to be the predominant symptom
and also the most feared form of suffering.” Pain at the end
of life is protean and complicated. No two patients are alike
in terms of the pathophysiology of their pain complaints or
the psychosocial contexts of their pain. Pain at the end of
life is undertreated, which is completely preventable. There
is an ethical obligation in medicine and nursing to relieve
suffering, and it is this directive that should lead physicians
and other providers, as well as society in general, to bring
down barriers and optimize pain management throughout
life, but particularly at the end of life.

The pathophysiology of pain is complex, with new scien-
tific discoveries in this area occurring frequently. I will now
explain the basic concepts of pain pathophysiology so as to
inform the rationale for optimal pain-management strate-
gies. Nociception, the most upstream signal in pain physiol-
ogy, occurs when tissue damage results in the stimulation of
peripheral neuroreceptors in tissues, which, in turn, transmit
a signal to a peripheral nerve. Transmission is the traversing
of a pain signal from the nociceptor to the peripheral nerve
to the spinal cord to the brain stem to the midbrain to the
sensory cortex to the association cortex. Next is modulation,
when, at least at the levels from the spinal cord and above,
descending and local signals serve to either dampen or ac-
centuate the ascending pain signals from the periphery. Af-
ter modulation comes cognition, the final, summed subjective
sensation of pain and modifying influences as experienced
by the patient. Finally, expression is the communication of
this cognition to others, verbally or nonverbally. Although
simplistic, this schema allows us to get from a painful site
in the body to the point where the person suffering the pain
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tells the provider about the pain in the context of his or her
life and illness, and also shows us the levels at which any
intervention might have an impact upon the pain.

Assessment and Therapy

Thorough assessment of pain is absolutely vital in order to
treat it optimally and manage the disease causing it appro-
priately. This is true for diseases in the end-of-life phase as
well as eminently curable conditions. Important factors in the
assessment of pain include determining the following: loca-
tion—subjective and anatomic description of where the pain
is situated; chronicity—the duration of the pain complaint;
temporal pattern—how the pain changes over time; severi-
ty—the intensity of the pain complaint, often measured from
0 to 10 (ordinal scale)® or on a visual analog scale;’ character—
how the pain is described, as sharp, dull, stabbing, burning,
etc; and associated findings—at the end of life, many other
findings may be present, including dyspnea, cachexia, fever,
depression, etc. A comprehensive approach to treating pain,
one that takes into account both its characteristics and the
results of the workup indicating possible etiology and/or a
unique pathophysiology, is most likely to be successful.

Assessment, workup, and therapy sometimes occur near-
ly simultaneously in the real-life situation, but in general,
an initial assessment and treatment is usually followed as
soon as possible by a thorough workup in the outpatient or
inpatient setting. The workup includes a physical examina-
tion—a good general examination with special attention
to the neurologic and musculoskeletal findings; laboratory
examination—judicious use of laboratory tests to confirm
or refute suspected conditions causing the pain complaint
(for example, infection or bone metastasis); radiographic
evaluation—targeted radiographs including plain films,
computed tomography, ultrasound, magnetic resonance im-
aging, and even positron-emission tomography; and other
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tests—for example, biopsies would be required to confirm a
diagnosis of primary cancer or recurrence, and pulmonary-
function tests or echocardiogram would address the severity
of chronic obstructive pulmonary disease or congestive heart
failure at a given point in time. This evaluation narrows the
possible causes of pain, which are usually still numerous in
dying patients, and allows for targeted therapeutics.

Therapy should occur simultaneously with the workup
process, not upon completion of the workup. Either the out-
patient or inpatient setting may be appropriate for evalua-
tion and management of pain, depending upon the severity
of the symptoms and the ease of control. The primary phy-
sician, nurse, psychosocial professional, and consultants
should be involved as indicated from the beginning and
should have the ability to communicate on a daily and pref-
erably in-person basis. Through the workup and therapy,
the target of the efforts should be the pain experienced and
described by the patient.

Physicians and nurses both tend to focus heavily on the
pharmacologic management of pain, but it is important
to point out that there are multiple other therapeutic mo-
dalities that can impact pain in a positive way, and that the
right mix of modalities for a successful therapeutic plan
will be different for each patient. In addition to pharmaco-
logic agents, other modalities include surgical intervention,
other interventional techniques, palliative or radical radio-
therapy, physiatry, massage, and electromagnetic therapy
(for example, ultrasound or electrical stimulation).

The principles of pharmacologic therapy for pain are well-
established and have not changed dramatically in over three
decades. Unfortunately, these principles are not being ap-
plied uniformly or effectively even in the United States. The
World Health Organization formulated an analgesic-ladder
concept in 1986 to serve as a guide to practitioners around
the world regarding rational, effective use of non-opiate and
opiate analgesics.® Opiates are the mainstay of pharma-
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cologic therapy for pain at the end of life because they are
safe, effective, and easy to use from a pharmacologic point
of view. There is no maximum dose of any pure opiate ago-
nist. These medications have several drawbacks, including
regulatory constraints, limited supplies (in some countries),
and the real but uncommon problems of abuse, diversion,
and addiction. Opiates come in weak, moderate, and strong
agents; single-agent versus combination products; long-
acting versus short-acting formulations; and in forms for a
variety of intended routes, including oral tablets/capsules,
oral liquids, sublingual or transmucosal oral liquid or loz-
enge preparations, transdermal patches, suppositories, and
solutions intended for the intravenous, subcutaneous, or
intramuscular route. Most patients with chronic pain in-
cluding at the end of life will do best with both a long-acting
opiate formulation to prevent most pain and a short-acting
opiate agent to treat episodic or breakthrough pain." It is
relatively simple to choose an appropriate agent(s), dose, route,
and schedule, and most of the time, with follow-up and ad-
justment as needed, this plan of treatment will be successful.
If not, switching to another type of opiate often works. This
is called opiate rotation, and it is successful about 50 percent
of the time."? In changing from one opiate agent to another, or
from one route to another with the same or a different agent,
an equianalgesic dosing table is quite helpful (see table 1.1).

Table 1.1. Equianalgesic Dosing Conversion Table
0';;:; :::;;al Agent IV/IM/SQ Dose (mg) Frequency
100 codeine - g 4-6h
WL __ hydrocodone E q4-6h
10 oxycodone - q4h
15 morphine 5 q3-4h
4 hydromorphone 15 q 2-3h
25mcg/hr patch patch every
- fentanyl ~50mg morphine 72h
PO/24 hours
Source; Adapted frem Common physical symploms. Ins Emanuel LL, von Gunten CF, Hauser IM, eds, The
Education in Palliative and End-of-Life Care [EPEC) Curriculum. Chicago: The EPEC Project: 1995, 2003.
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In addition to opiates, other agents can have a direct or
indirect effect on pain sensation or transmission. Tradition-
ally, these other medications are called co-analgesics if they
have analgesic properties on their own and adjuvant medi-
cations if they do not. The lines between these medications
are becoming blurred as we learn more about their clinical
and pharmacologic properties. Depending upon the type
of pain—nociceptive, neuropathic, inflammatory, central,
etc.—these other agents may add a great deal to what can
be done with an opiate alone. In fact, on the WHO analgesic
ladder, the first step is the use of acetaminophen or aspirin
(or other nonsteroidal anti-inflammatory drugs [NSAIDs])
alone, without an opiate.”® These weak analgesics can control
mild pain, even at the end of life, in many patients. Other
categories of adjuvants or co-analgesic medications include
anti-inflammatory agents (corticosteroids and NSAIDs), true
adjuvants/neuromodulators (tricyclic antidepressants, anti-
convulsants), psychiatric agents (antidepressants, anxiolytics,
neuroleptics), and topical agents (lidocaine lotion or patches,
capsaicin cream). Other medications are commonly utilized
to minimize side effects from opiates and similar medica-
tions; these include stool softeners, laxatives, antiemetics,
antacid medications, psychostimulants, and sedatives.

Adequate control of pain at the end of life requires ag-
gressive application of multimodality therapy as needed. Of
course, the most simple and straightforward plan of care pos-
sible would be the preferred one, yet many patients at the end
of life truly require multiple complementary medications and
other therapies. The plan should be as aggressive and multifac-
eted as is needed to achieve the goal of reasonable comfort or
minimal suffering, along with maximal cognitive and physi-
cal function, in the context of the underlying disease process.
Rapid, frequent reassessment is vital. Reassessment includes
serial pain-scale measurements over time, repeat physician
visits with physical exams, appropriate laboratory tests and
radiographs, nurse reassessments, and analysis of home health
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and hospice evaluations. Each assessment should be followed
by appropriate alterations to the plan of care, along with up-
dated education of the patient and family caregiver. Changes
in old symptoms or the appearance of new ones warrants
more thorough investigations to look for treatable etiologies
of the new symptoms. Methods of controlling the side effects
of the opiates and other effective medications should also be
reassessed along the way and changed accordingly.

Conclusion

The problem of undertreated pain at the end of life is still
a major challenge for health-care providers. In the United
States, all of the resources to solve this problem are at hand.
For the vast majority of patients, the full and judicious use
of these resources will result in a satisfactory to excellent
outcome in terms of control of pain and related symptoms.
In only a small percentage of patients will refractory symp-
toms remain or interventional procedures be required. Still,
financial, regulatory, and attitudinal constraints remain as
the main impediments to reducing the burden of pain at the
end of life. Disseminating knowledge and effecting change
in attitudes and policies must accompany the increased
application of modern pharmacologic and nonpharmaco-
logic therapies in a multidisciplinary setting. Although new
agents are on the horizon, their absence should not be an
impediment to success in this arena today.
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Relieving Pain: Today’s Legal and Ethical Risks
David A. Fleming

In June 2001, a California jury found an internist liable
for reckless neglect in undertreating a dying man’s pain
and ordered the physician to pay $1.5 million to his patient’s
surviving family members.! The finding of negligence in
this case was not due to improper diagnosis or treatment of
a disease, but was based solely on inadequate pain control.
This landmark case marked the first time a jury had deter-
mined that physician neglect constituted elder abuse. The
physician’s argument in this case was that more aggressive
treatment with narcotics would have hastened the patient’s
death by depressing respiration. His fear was that causing
the death of the patient in this way would have placed him
at risk for civil action, or could have led to disciplinary ac-
tion or even criminal charges. This case has set a legal prec-
edent. While physicians in this country historically have
worried that they could face criminal prosecution or regu-
latory action for overprescribing controlled substances, this
verdict warns that underprescribing may be just as risky
legally. As observed by a representative of the Compassion
in Dying Federation, “Failure to treat pain is something that
physicians can now be held accountable for.”

When facing the complexities of care at the end of life,
everyone—patient, nurse, physician, and caregiver alike—
endorses the importance of providing adequate relief from
pain and suffering.® This attitude of compassion and car-
ing is the grounding principle of the healing profession. Yet

17
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health-care providers in this country still do not do a good
enough job of relieving pain, even when the most up-to-date
advancements in medical technology and drugs are avail-
able. Patients with terminal illnesses often fear pain and
suffering more than death itself, which is why many express
a desire to end life well before the indignity of suffering is
upon them.* Such fears are well founded. Between 10 and 50
percent of patients in programs devoted to palliative care
report significant pain shortly before death.® Investigators
in an extensive nationwide study of end-of-life care found
that even after an intervention designed to inform physi-
cians about patient preferences and improve palliative care,
there was no improvement in either pain control or other
aspects of treatment for terminally ill patients.®

The barriers to adequate palliative care are substantial.
Society as a whole, and subsequently its health-care provid-
ers, tends to view the subject of death as anathema to good
health care. Death is the enemy; it must be “defeated,” not
acquiesced to. Other barriers that frequently limit good pal-
liative care are time limitations in busy medical practices
and prognostic uncertainty by the health-care team as the
patient deteriorates. More often, however, the barriers to
aggressive pain control are fear of reprisal, a poor under-
standing about the use of narcotic drugs and addiction,
avoidance of the subject, and otherwise inadequate commu-
nication between the patient and the provider.”

Physicians understand the obligations of their profes-
sion and the oath that they took to help suffering people.?®
However, end-of-life issues historically have not been em-
phasized in training, and physicians are often ill equipped
to meet the challenge of palliative care. Physicians tend to
fear reprisal if they are viewed as “giving up” too soon or
as prescribing narcotics too heavily. There also may be un-
avoidable conflict between the expectations of the patient
and family, who want pain medication, and the judgment of
the physician, who fears professional sanction or penalties
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from the Drug Enforcement Agency (DEA) when individual
prescribing practices are scrutinized. Increasing awareness
of this concern has encouraged research and generated nu-
merous published articles underscoring the need for greater
understanding of the ethics and laws governing the use of
opioids and other controlled substances, as well as better
pain-management skills in physicians.

Increasingly, medical societies, academic think tanks,
health-care organizations, public-health groups, consumer
groups, and state and federal governments are identifying
pain management as a priority, especially for patients with
chronic illness who are dying. In a recent report by the In-
stitute of Medicine, Approaching Death: Improving Care at the
End-of-life, there was a call to action at all levels to accept
death as a part of life, to improve care at the end of life, and
to assure people that they will be neither abandoned nor
maltreated as they approach death.” The expectation of cure
at all costs, professional regulation, and fears of litigation
have created barriers in clinical practice and in professional
training. But there is now an unprecedented trend to create
good policy in order to appropriately regulate medical prac-
tice and the use of controlled substances without jeopardiz-
ing patient welfare.

The Changing Legal Environment

The federal government has attempted to regulate po-
tentially addictive and harmful medications for almost one
hundred years. With growing concern about the control and
distribution of opioids in this country, and the illegal use
and wide availability of narcotics in the 1960s, the United
States Congress in 1970 passed the Controlled Substances
Act (CSA), which acknowledges the legitimacy of prescrib-
ing narcotics and hypnotics, but monitors and regulates
their use.!’ The CSA goes further to confirm that physicians
have an obligation to “first do no harm” and to treat patients
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who are suffering from intractable pain. To meet the needs
of the elderly and disabled who are terminally ill, Congress
provided for Medicare hospice benefits in the Tax Equity
and Fiscal Responsibility Act of 1984. To confirm patients’
rights to refuse treatment, Congress also passed the Uni-
form Rights for the Terminally I1l Act in 1989 and the Patient
Self-determination Act in 1990. Both of these laws protect
patients’ right of refusal, but not their right to adequate pal-
liative care or assisted death in the face of terminal illness.

With growing concern over misuse of prescription drugs
and the administration of lethal overdoses to dying pa-
tients, Congress amended the CSA in 1984, empowering
the DEA to revoke physicians’ federal drug licenses if they
used controlled substances to “endanger health and safety,”
regardless of whether state law was violated."! The status
of the DEA had shifted from being a monitoring secu-
rity agency to being a policing regulatory agency with the
power to severely sanction practicing physicians if they
were substantively “out of scope” of practice standards. The
agency’s ability to sanction has had a chilling effect on the
willingness of many physicians to prescribe narcotics, even
when indicated.

State policies regarding the use of controlled substances
may be more restrictive than those of the federal govern-
ment. Many state laws do not recognize the value of using
narcotics or that their use is standard medical practice. Some
states’ statutes perpetuate the belief that opioids unduly
hasten death.”? In other states, however, pain-treatment stat-
utes specifically identify the use of opioids and pain man-
agement as being part of medical practice and encourage
appropriate prescribing. In Missouri, for instance, the con-
trolled-substances statute restricts narcotic prescriptions to
a thirty-day supply, but the supply may be increased to up to
three months if the physician describes on the prescription
the medical indications for a larger supply.”® The Missouri
law also explicitly states that “no physician shall be subject
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to disciplinary action by the board solely for prescribing,
administering or dispensing controlled substances when
prescribed, administered or dispensed for the therapeutic
purpose for a person diagnosed and treated by a physician
for a condition resulting in intractable pain, if such diagno-
sis and treatment has been documented in the physician’s
medical records.” The key word is documented. As in every
aspect of medical practice, physicians should maintain good
documentation to support their prescribing habits.

Current federal law, most state laws, and DEA regulations
acknowledge that prescribing opioids is appropriate for the
treatment of pain, and that there is no intent to limit physi-
cians’ prescribing for intractable pain, even if the use of such
substances may increase the risk of death. The United States
Supreme Court has also recognized that patients suffering
from terminal illness have a constitutional right to adequate
palliative care even if such treatment hastens death.”® The Su-
preme Court stops short, however, of recognizing a patient’s
“right” to assisted death. The recent statutory trend has been
toward improving the knowledge and skill of providers, and
encouraging the appropriate use of opioids for intractable
pain. Over the past few years, however, several legislative
agendas have once again cast fear and doubt on the aggres-
sive use of these medications for pain relief.

In 1995, Oregon became the first state government to al-
low physicians to prescribe controlled substances to assist
the suicide of patients with terminal illness and intractable
pain who have requested help to die.”® Oregon law allows
physicians to legally act in direct violation of the Controlled
Substances Act of 1970. Recognizing Oregon’s right to gov-
ern itself, then United States Attorney General Janet Reno
created an exception to the CSA in 1998 indicating that no
adverse action would be taken against Oregon physicians
who were in compliance with state law. This sequence of
events brought strong reaction on both sides of the argu-
ment regarding physician-assisted death.”



22 Care of the Dying Patient

In response, members of the United States Congress in-
troduced the Legal Drug Abuse Prevention Act in 1998 with
the goal of overriding Reno’s decision and halting Oregon’s
legalization of physician-assisted suicide. This bill, which
became the Pain Relief Promotion Act of 1999, was met with
resistance from the American Medical Association (AMA)
and other proponents of palliative care who were fearful
of the chilling effect that such a law would have on phy-
sicians and their willingness to aggressively treat pain.’®
Ultimately, the “Pain Bill” was modified to incorporate
phrasing that strongly encouraged appropriate standards of
palliative care, which then garnered support from the AMA
and hospice organizations, but the strong punitive compo-
nents remained, including threats of imprisonment, fines,
and loss of licensure. Resistance to the punitive aspects of
this bill has continued from patients and physicians, who
are fearful that patients will suffer for want of pain relief
because cautious physicians may hold back when prescrib-
ing narcotics.”

The Pain Relief Promotion Act remained dormant, for
the most part due to the actions of then United States At-
torney General John Ashcroft, until November 2001, when
Ashcroft removed the Reno exception for Oregon physi-
cians and instructed DEA agents to move against those who
used controlled substances in violation of the Controlled
Substances Act of 1970.%° The order did not call for criminal
prosecution of doctors, but did permit suspension and re-
vocation of drug licenses. In support of palliative care, the
Ashcroft order did stipulate that pain management was a
valid medical use of controlled substances.

The legal environment of the medical practice of reliev-
ing pain remains in flux at both the state and the federal
level. State statutes may conflict with federal law, and both
are susceptible to interpretation. In general, professional
societies, government organizations, and state boards tend
to encourage the use of narcotics for pain relief, but the



Relieving Pain: Today’s Legal and Ethical Risks 23

prescribing habits of physicians are still under scrutiny. In
today’s medical-legal environment, the threat of retribution
and litigation continues to forestall many physicians’ pre-
scribing practices and subsequently to limit the effective-
ness of palliative care.

Ethical Conflicts When Treating Pain

The ethical norms guiding treatment of suffering pa-
tients are incontestable. Physicians, quite simply, have an
obligation to do everything in their power to relieve pain
and suffering because that is what they are supposed to do
as physicians. The obligation to serve the patient’s welfare is
met not only by doing what is best for the patient clinically,
but also by having compassion, integrity, and respect for
the values, beliefs, and wishes of the patient. Every activ-
ity of medicine should be guided by the beneficence of the
caregiver and the trust cultivated in the relationship that is
formed between patients and their health-care providers.*
The principle of beneficence obligates health-care profes-
sionals to ease the burden of suffering during the natural
course of disease and death. This duty requires efforts to
alleviate both physical and emotional suffering through ap-
propriate means, as established by professional standards
and the laws of society.

These claims are impressive, even imposing, and can be
very useful when doing an ethical analysis of a clinical situ-
ation or when making an intellectual argument. But for the
clinician who deals with the day-to-day intricacies of illness
and death, there are many competing issues that pertain and
that should be factored into the ethical calculation. Clinical
circumstances can be unclear, and the use of analgesics is
often minimized until diagnostic accuracy is established.
Also, physicians typically want to remain in good stand-
ing with their colleagues, the DEA, and their state licensing
boards, all of which have review processes, along with laws,



24 Care of the Dying Patient

regulations, and by-laws that may be unclear or difficult
to interpret. These professional concerns are legitimate.
Finally, many physicians have strongly held beliefs regard-
ing the use of drugs that can hasten death, and the values
and beliefs of physicians also deserve respect. The welfare
of physicians is a concern because, in addition to the dying
patient, there are many other patients for whom the integ-
rity and sustainability of their physician is important.

These arguments for consideration of the physician’s
interests are compelling, but what is the patient’s view
from the gurney? The patient and the physician exist in a
covenantal relationship that consists of one simple under-
standing: physicians promise to be there for patients, who,
in turn, trust that physicians will keep that promise. This
is not to say that physicians and nurses must, or even can,
be physically at the patient’s side continuously, but we can
provide the assurance that we will use our knowledge
and skill, and that care will be delivered in a coordinated
fashion by a skilled team of providers. Incorporated in this
pledge is the promise that patients will not be slighted at
their time of greatest need. This is a challenging expecta-
tion in modern health-care systems. Patient care, especially
palliative care, requires a delicate balancing of needs with
responses, which encompass more than the isolated appli-
cation of principles, personal belief, medical science, or the
laws of society. It requires all of that with the singular goal
of helping the patient.

Today’s physicians no longer have the luxury of being the
sole proprietors of health-care decisions. Many interested
parties now lay claim to the decisions that direct the care
of patients. These parties move together in a complex ma-
trix of accountability, and they share responsibility for the
outcome.” Integrated health-care systems, insurance plans,
employers, government regulators, state boards, medical
staffs, and provider groups all participate as stakeholders
in the “insured lives” of patients. The physician, as one of
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many “interested parties,” is often linked to others through
independent contracts that demand accountability indepen-
dent of the patient.

These outside contracts ethically obligate physicians, but
only to the extent that they are capable of providing the
needed services contracted for and that in doing so they
need not abdicate strongly held moral beliefs or jeopardize
the welfare of their patients. From an ethical as well as legal
standpoint this means that physicians should document
well and communicate effectively with patients and other
members of the health-care team. A typical requirement of
most physicians’ contracts is that they sustain the knowl-
edge and skill necessary for their assigned duties or provide
appropriate referral to another physician when necessary.
As members of society, physicians are obligated to follow the
laws of society, but they must also be ready and willing to
advocate for improvements in health policy when necessary.

When using narcotics in the treatment of terminally ill
patients, the rule of double effect can be applied if the pa-
tient is unduly suffering and beyond hope of cure, and if the
intent is to relieve suffering. The ethical argument is that
there is good intent in attempting to relieve the patient’s
suffering, even knowing that death may be hastened as a
consequence of giving narcotics or other drugs that tend to
suppress respiration with higher dosing.® This premise is
well established and accepted both ethically and legally, but
many physicians are hesitant to apply this doctrine because
of personal belief that they will be “overdosing” the patient,
even when the patient is suffering terribly with terminal ill-
ness. It can also be troublesome when the patient’s clinical
situation or prognosis is unclear or when there is still some
hope for clinical improvement, which may then heighten
concern about accelerating death. Establishing intent is cru-
cial, both legally and ethically. The intention and expecta-
tion of the health-care team, as well as the expectation of the
patient, should be well documented in the medical record;
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such documentation also provides a reference point for fur-
ther decision making as the clinical circumstances evolve.

Conclusion

Pain and other forms of discomfort are prominent con-
tributors to physical suffering in patients with terminal
illness, but these symptoms tend to be undertreated. The
enlightenment provided by clinical research and training
holds out hope that there will be better understanding of
suffering and the development of new, more effective palli-
ative treatments.* It is important that physicians keep their
attitudes, knowledge, and understanding about care at the
end of life up to date, with awareness of the legal environ-
ment and the commonly agreed-upon ethical precepts that
inform palliative care.

Federal and state agencies recognize that controlled sub-
stances, including opioids, are often essential in the treat-
ment of acute and chronic pain. Model guidelines explicitly
state that physicians should not fear disciplinary action from
regulatory boards or enforcement agencies when prescrib-
ing, dispensing, or administering controlled substances, in-
cluding opioid analgesics, for legitimate medical purposes.”

The legal environment in this country continues to of-
fer mixed messages, but it appears to be moving toward
encouraging better-trained physicians who know how to
use controlled substances appropriately and will use them
aggressively when needed. This is not to say that regulation
and scrutiny of prescribing practices will cease to occur, nor
does it discount the need for good documentation. These
requirements will continue as a natural part of regulation.

The ethical dimensions of pain relief for dying patients
are complicated and at times difficult to navigate, and they
will always challenge the thoughtful physician who consid-
ers the primacy of patient welfare in the context of other
legitimate obligations. Remaining knowledgeable in the sci-
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ence of medicine and in the laws that pertain will strengthen
physicians’ ability to act without fear. Above all, physicians
must take the time to document well and to communicate
effectively with patients, their families, and other members
of the health-care team in order to gain a clear understand-
ing of the goals and values informing end-of-life decisions.
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Relieving Non-pain Suffering at the End of Life
Clay M. Anderson

The term disease implies both a pathologic biological pro-
cess in a person and a burden of suffering upon the person.
It is considered an obligation of the compassionate physi-
cian and health-care team not only to treat disease, but also
to manage symptoms in order to minimize suffering and
maximize comfort throughout the disease trajectory. At the
end of life, when disease-modifying treatments are no lon-
ger available, not advisable, or not desired by the patient,
care becomes focused on the whole person and treatment
becomes focused on symptom management—often discon-
tinuing consideration for the cause of the symptoms. The
overall care of a patient, focused on the whole person and
his or her values and goals, is just as important as specific
symptom-focused interventions. Symptoms can be caused
by the underlying chronic-disease process, other associated
diseases or conditions, prior treatment, and psychological/
emotional factors. Treatments are directed at the pathophysi-
ology of the symptom, and so are usually the same regard-
less of the underlying disease.

A person near the end of life may develop many prob-
lematic symptoms. Here I will discuss the evaluation and
management of dyspnea, nausea and vomiting, constipa-
tion, diarrhea, bowel obstruction, anorexia, fatigue/weak-
ness, edema, skin ulcers, and insomnia. It is worth noting
that people fear pain the most, but they also fear these other
symptoms, as well as loss of control and dignity.'

30
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While pain management is often foremost in the minds of
physicians providing end-of-life care, the above-mentioned
symptoms can be as distressing as pain to patients and their
caregivers. The basic approach to evaluating a symptom is
the same as that used to manage an illness: taking an accu-
rate history, performing a thorough physical examination,
and running appropriate laboratory or imaging investiga-
tions. Often goals of care may preclude disease manage-
ment, or the patient may be in the last hours of life, when
arranging imaging studies or awaiting laboratory investiga-
tions is simply not appropriate. It is important to become
confident and competent at “treating without diagnosing”
in these circumstances. Initiating therapeutic trials based on
inference and monitoring patients’ responses can provide
both symptom relief for patients and additional information
regarding symptom pathophysiology for physicians.

Dyspnea

Dyspnea may be caused by anemia, airway obstruction,
anxiety, bronchospasm, hypoxemia, pleural effusion, pneu-
monia, pulmonary edema, pulmonary embolism, metabolic
disturbances, or emotional and environmental insults.? If
pneumonia is suspected, it should be treated in a manner
consistent with the patient’s wishes, including the use of
antibiotics and antipyretics, as appropriate. Often it will not
be possible to determine or correct the underlying cause.
Medical management of this symptom consists of using oxy-
gen, opiates, and anxiolytics. Nonpharmacologic measures,
such as body and bed positioning, can greatly ease the suf-
fering of breathlessness.

It is important to note that most patients who report
breathlessness are not hypoxemic.® Pulse oximetry is not
as reliable or helpful as is the patient’s self-report. Cool air
moving across a patient’s face may eliminate dyspnea as ef-
fectively as supplemental oxygen will. However, a trial of
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supplemental oxygen may be beneficial, and since most pa-
tients consider oxygen supplementation to be the standard
modern treatment for dyspnea, they may expect it.

Opiates relieve breathlessness in many patients, possibly
by both central and peripheral mechanisms. Doses lower
than those required to achieve pain control are often suc-
cessful. While anecdotal reports abound maintaining that
nebulized opiates are effective, they have not been shown
to have advantages over oral or parenteral regimens.* When
dosing guidelines are followed, respiratory depression, has-
tened death, or abusive behaviors are not likely.

Opiates alone do not reliably relieve anxiety in many
breathless patients, and since breathlessness is often associ-
ated with anxiety and vice versa, some dyspneic patients
may require additional treatment focused on anxiety. Ben-
zodiazepines are effective, preferably using relatively lon-
ger half-life preparations to avoid pronounced peak/trough
effects. They are safe to use in conjunction with opiates. See
table 3.1 for suggested doses of some benzodiazepines.

Table 3.1. Benzodiazepines for Dyspnea
MEDICATION DOSE ] ADN‘!‘:::I?‘I'ER;}:'ION : FREQUENCY

lorazepam 0.5-2.0 mg PO, SL or IV q 1h until effect, then g 4-6h

diazepam 5-10 mig | Pooriv g 1h until effect, then q 6-Bh

ol ) 0.25-2.0mg | PO q12h

midazclam 0.5 mg j v G 15min until effect, then continuous 50 or IV
Source: Adnpted from Comman physicnl symptoms. in: Emanuel L, von Gunten CF, Hauser IM, ods, The Education in Palllative
and End-of-Llife Care (EPEC) Curriculum, Chicaga: The EPEC Project: 1359, 2003.

Patients with audible wheezing or other signs of bron-
choconstriction, or those who are known or suspected to
have reactive airways due to asthma or chronic obstruc-
tive pulmonary disease, should have a trial of adrenergic
or anticholinergic bronchodilators by nebulizer, metered-
dose inhaler, or both. A lack of subjective benefit after an
adequate trial should usually lead to termination of this
strategy, which can interfere with other beneficial interven-
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tions. Cough suppressants, expectorants, mucolytics, and
adequate hydration are also worth trying in many patients.
Nonpharmacologic measures may be beneficial in reliev-
ing dyspnea and can be effective alone. A cool but com-
fortable room is ideal, with adequate humidity and free of
environmental irritants such as smoke. A window is desir-
able, open, if possible, with an unobstructed view to the
outside. Only a limited number of people should be allowed
in the room to avoid crowding. Relaxation, distraction, or
hypnotic therapy may also be beneficial. Body and bed po-
sitioning to gain mechanical advantage and principles of
pulmonary toilet will also often yield positive results.

Nausea and Vomiting

Nausea is a subjective sensation related to cortical re-
sponses or stimulation of the gastrointestinal lining, the
chemoreceptor trigger zone in the brain, or the vestibular
apparatus. Neurotransmitters involved in this include
serotonin, dopamine, acetylcholine, and histamine. Corti-
cal responses, such as anticipatory nausea associated with
chemotherapy, seem to be learned and are not associated
with specific neurotransmitters. The causes of nausea and
vomiting can be thought of as the “Eleven Ms”: metastases,
meningeal irritation, movement, mental anxiety, medica-
tions, mucosal irritation, mechanical obstruction, motility,
metabolic disruption, microbes, and myocardial weakness.

Different causes will require different measures for ideal
control of nausea. Medications that can be helpful include
the following: antacids, anticholinergics, antihistamines,
cytoprotective agents, dopamine antagonists, prokinetic
agents, and serotonin antagonists. The most common form
of nausea is probably dopamine mediated. Haloperidol is
the least sedating dopamine antagonist. See table 3.2 for
recommended doses of dopamine antagonists for treating
dopamine-mediated nausea. Antihistamines that also have
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anticholinergic activity may be beneficial. Examples are
diphenhydramine, meclizine, and hydroxyzine. Doses of
25-50 mg PO q 6h are usually effective.

Table 3.2. Dopamine Antagonists for Nausea and Vomiting
ROUTE OF

MEDICATION DOSE ADMINISTRATION FREQUENCY
haloperidol 0.5-2.0 mg PO, IV, or SC q 6h, then titrate
prochlorperazine 10-20 mg PQ or PR 4 6h, g 12h respectively
prochlorperazine 5-10 mg v q 6h
droperidol 2.55.0mg v q bh
promethazine 12.5-25 mg PO, PR, or IV q 4-6h
metoclopramide 10-20 mg PO q6h
Source: Adapted from Commaon physical symptams. in: Emanuel LL, van Gunten CF, Hauser IM, eds. The
Education in Palliative and End-of-Life Care (EPEC) Curriculum, Chicage; The EPEC Project; 1999, 2003

Anticholinergics can diminish opiate- or anesthetic-relat-
ed nausea that is acetylcholine mediated via the vestibular
apparatus. One could consider using scopolamine; sug-
gested doses are 0.1-0.4 mg SC or IV q 4h, or 1-3 transder-
mal patches (1.5 mg) q 72h, or 10-80 mcg/h continuous IV
or SC infusion.

Serotonin antagonists can be very effective but are quite
expensive. They are usually tried only when other medica-
tions have failed. Medications that can be tried include the
following: ondansetron 8 mg PO tid or granisetron 1 mg PO
qd or bid.

Prokinetic agents may be beneficial for nausea related
to the sluggish bowel of carcinomatosis, opiate therapy, or
use of other medications, or to pseudo-obstruction from a
large liver, ascites, or peritoneal disease. The medication
most commonly used is metaclopramide 10-20 mg PO q 6h
(before meals and at bedtime).

Nausea related to hyperacidity, esophageal reflux, or
gastric or duodenal ulceration/erosions may be treated
with 15-30 cc of antacid q 2h PRN; histamine-2-receptor
antagonists such as cimetidine, ranitidine, or famotidine;
or proton-pump inhibitors such as omeprazole, lansopra-
zole, or esomeprazole.
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Other medications that have unclear mechanisms of
action but evidence and experience of benefit in some pa-
tients include the following: dexamethasone 6-20 mg PO
qd, dronabinol 2.5-5 mg PO tid, or lorazepam 0.5-2.0 mg
PO q 4-6h.

Constipation

Constipation may be caused by medications, decreased
motility, ileus, mechanical obstruction, dehydration, meta-
bolic abnormalities, spinal-cord compression, autonomic
dysfunction, or malignancy.® Unmanaged constipation
leads to suffering from abdominal pain, bloating, nausea
and vomiting, overflow incontinence, tenesmus, fecal im-
paction, or bowel obstruction. General measures that can
be helpful include regular toileting based on the patient’s
normal bowel pattern and exploiting the gastrocolic reflex
that occurs after eating.

Stimulant laxatives, usually combined with the stool
softener docusate sodium, work by irritating the bowel and
increasing peristalsis, and they are usually helpful. These
agents should always be initiated when opiate therapy is be-
gun in order to prevent inevitable opiate-associated constipa-
tion. Prevention of severe constipation is much preferable to
treating the problem once it is manifest. Stimulant laxatives
should be administered routinely and escalated as needed.

Cathartics may be required in constipated patients with
advanced disease, poor mobility, and diminished oral in-
take. Osmotic agents draw water into the bowel lumen,
maintaining or increasing the moisture content and overall
volume of stool. Stool softeners, used alone for mild con-
stipation, are detergent laxatives that facilitate the dissolu-
tion of fat in water and increase the water content of stool.
Lubricant stimulants both lubricate the stool and irritate the
bowel, creating increased peristalsis. Examples are glyc-
erin suppositories and mineral or peanut oil. Large-volume



36 Care of the Dying Patient

enemas add water to stool and distend the bowel, inducing
peristalsis. Soap suds added to a water enema create more
bowel irritation, stimulating additional peristalsis. See table
3.3 for listings of some of these agents.

Table 3.3. Treatments for Constipation
ROUTE OF
|. __e N e ADMINISTRATION B ool
[ STIMULANT LAXATIVES
| prune juice | 120-240 cc | PO : | od or bid
| senna | 2 tablets | PO~ titrate 1o elfoct_i‘! or mare per day) | ghs
| casanthranal | 2 tablets PO — Titrate 1o effect (9 or more per day) | ghs
| bisacodyl [5meg | PO or PR —titrate to effect. | ahs
DSMOTIC AGENTS
| lactulose | 30 cc initially PO -- titrate 1o effect q 4-6h
| sorbitol 70% [ 30 cc imitially PO = titrate 1o effect q 4-6h
| polyethylene glycol | 17 ginitially | in Juice ar water PO then titrate ta effect | qd to bid
| magnesium citrate | 1-Zbostles (PO [PAN
STOOL SOFTENERS
sodium docusate | 1-2 1ablets PO — titrate (o effect qd to bid
| calcium docusate | 12 tablets | PO - vitrate 10 effect | nd to bid_
| phosphosoda | emema  |PR [ad
Sowrre: Adapted from Common physieal symptoms. in: Emanuel L von Gunten CF, Hauser 1M, eds. The Education in Pallintive

and End of-Life Care (EPEC) Curriculum, Chicago: The EPEC Project. 1999, 2003

Diarrhea

Infections, gastrointestinal bleeding, malabsorption,
medications, obstruction, overflow incontinence, stress,
or lack of absorptive surface may cause diarrhea.” Keys to
conservative management involve establishing what is nor-
mal for the patient and then making dietary adjustments to
eliminate gas-producing foods and to increase bulk. Phar-
macologic therapy is required when diarrhea is moderate to
severe or has become chronic.

Mild or transient diarrhea can be managed with at-
tapulgite (for example, Kaopectate) 30 cc or 2 tablets PRN, or
bismuth salts (for example, Pepto-Bismol) 15-30 cc bid—qid.
Persistent diarrhea is best managed with agents that slow
peristalsis, including opiates. Treatment options are listed
in table 3.4. Severe, secretory diarrhea may be managed
with octreotide 50 mcg SC q 8-12h; titrate to 500 mcg or
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higher q 8h. Provide parenteral fluid support if necessary
and appropriate.

Table 3.4. Treatments for Diarrhea

ROUTE OF
MEDICATION DOSE ADMINISTRATION FREQUENCY
loperamide 2-4 mg PO q 6h or higher
diphenoxalate 2.5-5.0 mg PO  6h or higher
tincture of opium 0.7 cc PO g 4h and titrate
MS Contin 15 mg PO bid
octreotide 100-500 mcg 5Q q 8h

Source: Adapted from Common physical symptoms. In; Emanuel LL, von Gunten CF, Hauser /M, eds.
The Education in Palliative and End-of-Life Care (EPEC) Curriculum. Chicago: The EPEC Project; 1999,
2003,

Bowel Obstruction

Bowel obstruction, usually from metastatic cancer, causes
nausea, vomiting, belching, distention, abdominal cramp-
ing, abdominal pain, constipation, and diarrhea. This can be
a major challenge for the dying patient, and is quite difficult
to manage medically. Mechanical interventions include sur-
gical bypass or resection, gastrostomy, or nasogastric tube
drainage.® While these interventions may be appropriate
in incurable patients early in the course of their illnesses,
their appropriateness declines over time as harms begin
to outweigh benefits. Bowel obstruction can be managed
medically, and it usually requires aggressive intervention
and frequent reassessment. Bowel rest (no oral intake) is not
required, but will usually help, even if it is only partial. The
patient will usually have to be sedated to a greater or lesser
degree to achieve adequate relief from bowel obstruction.
A balanced approach using opiates, antispasmodics, ben-
zodiazepines, and antipsychotics is most effective.” Corti-
costeroids may also treat any inflammatory component, if
suspected. Rectal, subcutaneous, or intravenous routes of
administration are often required. Obstruction may remit
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spontaneously for a time, allowing temporary removal of
medications, an improved level of alertness, and perhaps
resumption of some oral intake for enjoyment’s sake.

Anorexia

Loss of appetite and loss of weight are commonly encoun-
tered in the end stages of many diseases. Caregivers and even
patients often mistakenly believe they must be doing some-
thing wrong in these circumstances. It is important to provide
education that these symptoms usually represent the natural
progression of disease and are not reversible. It is reasonable,
however, to search for potentially correctable problems that
may be adding to the patient’s suffering (for example, dys-
phagia, odynophagia, medication effects, or infections).

Although therapies that improve appetite or stimulate
weight gain do not add to longevity, patients and caregivers
will usually appreciate the semblance of normalcy associated
with eating for enjoyment. Still, the patient who is not hun-
gry should not be coerced into eating for any reason, since
enjoyment of the food is the primary goal and cannot be
achieved by force. Beneficial measures include the following:
1) eliminate any dietary restrictions, 2) offer favorite foods,
and supplements if desired, 3) suggest an alcoholic beverage
such as a glass of wine, and 4) administer dexamethasone 2—
20 mg PO qd; megestrol acetate 200 mg PO q 6—8h and titrate;
dronabinol (Marinol)—begin with small doses and titrate to
effect; or androgens (oxandrolone, nandrolone).

Fatigue/Weakness

Fatigue/weakness is frequently listed as one of the most
bothersome symptoms for patients with advanced illness.
Management begins with helping patients and caregivers
learn to alter activities to promote energy conservation.
Transfusion for anemia-associated fatigue early on in the
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course of illness can be beneficial. Treating anemia with
erythropoietin agents, which are not usually useful at the end
of life due to delayed effect and expense, is falling out of favor
due to emerging data showing uncommon but real toxicities
and risks. Physical therapists and occupational therapists can
help evaluate the situation, educate the patient and caregivers
in energy conservation, and provide appropriate assistive de-
vices. Stopping routine medications that are being taken for
chronic illness but may no longer be appropriate at the end of
life may help diminish fatigue. This is one area where physi-
cal assistance (for example, two caregivers assisting a person
to his or her garden or using a wheelchair for a short day trip
to a favorite outdoor spot) can allow patients to achieve their
goals without making the symptom better.

Few medications are beneficial in treating fatigue/weak-
ness at the end of life, but steroids and/or psychostimulants
may be beneficial. The following are possible treatments
and suggested doses: 1) dexamethasone 2-20 mg PO qd; 2)
methylphenidate 2.5-5 mg PO q am and q noon, titrate to
10-30 mg/dose; 3) pemoline 25-100 mg bid; 4) dextroam-
phetamine 5 mg q am and q noon, titrate to 10-20 mg/dose.

Edema

Edema that has an easily identifiable and reversible cause
should be treated appropriately. Judicious use of diuretics is
reasonable. That being said, patients with advanced disease
and hypoalbuminemia will be unable to maintain normal
intravascular volume. Albumin infusions are inappropriate;
they are expensive, ineffective, and frequently exacerbate
problems with edema. A small amount of edema is expect-
ed in patients with hypoalbuminemia—lack of edema usu-
ally signifies significant dehydration in this setting. Patients
and caregivers should be reassured that urine output of 300
cc/d or less is adequate. Patients should be encouraged to
eat and drink as they normally would, but supplemental
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fluids should be avoided. Some salt-containing fluids (for
example, soups, sports drinks, vegetable juices) should be
encouraged in place of free water drinks such as water, tea,
coffee, and soft drinks.

Caregivers should maximize comfort by paying careful
attention to keeping mucous membranes moist and well lu-
bricated (lips, mouth, eyes, nose). It is common for patients
in the last hours of life to lose thirst, and family and care-
givers should be educated regarding this change. Providing
unwanted fluids could increase secretions that may further
impair breathing, add to misery from incontinence in de-
bilitated patients, and worsen edema states.

Some patients may be more comfortable with compres-
sion bandages applied to edematous limbs. Leg elevation
and/or compression stockings are other options.

Skin Ulcers

Skin ulcers are more easily prevented than treated. Fam-
ily members and caregivers should be instructed regarding
the importance of keeping the patient’s skin clean and dry.
Pressure points can be covered with hydrocolloid dressings.
Fragile skin at risk for breakdown can be covered with clear
occlusive dressings. Foam pads, air mattresses, gel mat-
tresses, or air-flotation beds may be necessary to minimize
pressure points on cachectic patients.

When pressure ulcers do occur, they should be appropri-
ately staged and treated. The reader should see treatment
guidelines for pressure ulcers from the Agency for Health-
care Research and Quality at its website, http://www.ahrq.
gov/clinic/cpgsix.htm).

Odors from superficial infection of ulcers or exophytic
malignancies are usually the result of anaerobic infections
and/or poor hygiene. Topical metronidazole or silver sulfa-
diazine bid or tid can be effective. Dakin’s solution, a dilute
bleach solution—0.25 percent sodium hypochlorite—can
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also be effective in limiting odors from anaerobic infec-
tions. Other measures that may be effective in controlling
odors include placing a pan of cat litter or activated charcoal
under the bed, improving room ventilation, placing an open
cup of vinegar in the room, or burning a candle in the room.
Adding additional fragrances in an attempt to mask odors
should be avoided as it often simply leads to a repugnant
concoction of odors.

Insomnia

Insomnia is a bothersome symptom for both dying pa-
tients and their families or caregivers. Foremost among
general management principles is good sleep hygiene. This
includes avoiding staying in bed when awake if possible,
avoiding caffeine late in the day and alcohol at bedtime,
and avoiding overstimulation in the hours before bedtime.
Pain management is essential—long-acting medications are
preferred, to control pain through the night. Some patients
may benefit from using relaxation and imagery.

Pharmacologic agents that are beneficial include antihis-
tamines, benzodiazepines, neuroleptics, and sedating anti-
depressants. Some examples and suggested doses are listed
in table 3.5. Chlorpromazine is a more sedating agent than
risperidone or haloperidol.

Table 3.5. Medications for Insomnia
ROUTE OF

MENERTION HOSE ADMINISTRATION / FREQUENCY
diphenhydramine 25-50 mg POqhs
lorazepam 0.5-2.0 mg PO g hs
zolpidem 5-10 mg POqghs
risperidone or haloperidol | 1 mg POghs
chlorpromazine 10-100 mg POghs
trazodone 25-200 mg POqhs
temazepam 15-45 mg POqghs
Source: Adapted from Camman physical symptoms. In; Emanuel LL, von Gunten CF, Hauser IM, eds, The
Education in Palliative and End-of-Life Care {EPEC) Curriculum. Chicago: The EPEC Project; 1959, 2003,
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Conclusion

Along with a holistic approach to the general care of the
dying person focusing on the individual’s values and goals,
careful attention to symptom control and alleviating suffer-
ing is rewarding, albeit challenging at times. It is important
to educate both patients and their families/caregivers about
potential symptoms and their amenability to treatment
as the end of life approaches. Minimizing or eliminating
symptoms maximizes comfort and can help patients feel
better in spite of progressive disease and gradual decline as
they near death.
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Questions and Answers about Hospice: A Guide for Physicians
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The idea that dying is a natural part of life conflicts with
the medicalization of death to which we have become ac-
customed.! However, all would agree that it would be inap-
propriate to treat only the disease of the dying patient. We
would be remiss to ignore the familial, social, cultural, and
spiritual dimensions of dying.

Disease-oriented care focuses solely on prolonging life,
whereas comfort and quality of life are at the heart of pal-
liative care. Palliative care is the foundation for hospice
services, although palliative care may be administered in
any health-care setting, not just within hospice. The word
hospice derives from the Latin concept of hospitium, or hos-
pitality. It was popularized by nurse and physician Dame
Cicely Saunders, who founded one of the first hospices,
St. Christopher’s in London. Medicare, Medicaid (in most
states), and most private insurance programs cover hospice
services. Since the Medicare hospice benefit was introduced
in 1983, millions of terminally ill Americans and their fami-
lies have relied on this program of interdisciplinary com-
prehensive palliative care at home.

Most dying patients and their families want what hos-
pice has to offer. A 1996 Gallup Poll showed that, should
they become terminally ill, 88 percent of adults would pre-
fer to be cared for in their own homes or that of a family
member rather than in a hospital.? A similar study of can-
cer patients in 2003 showed that nearly 90 percent would

45
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prefer to die at home.? Unfortunately, 75 percent of Ameri-
cans do not know that hospice care can be provided in the
home, and 90 percent are unaware that hospice care can be
fully covered by Medicare.* Nearly 2.4 million Americans
died in 2007; about 930,000 of them (39 percent) received
hospice care.® About 50 percent of Americans who die each
year die in hospitals, 25 percent in nursing homes, and 25
percent in their own homes or elsewhere. Of all the deaths
of patients in hospice programs in 2007, 70 percent took
place in the patients” places of residence, which could be
private residences, nursing facilities, or residential facili-
ties. Only 9 percent of hospice patients died in acute-care
hospitals.®

Hospice care is guided by an individualized plan de-
veloped by an interdisciplinary team, including a physi-
cian medical director, nurse, chaplain, social worker, and
the patient’s attending physician, using a comprehensive
case-management approach. The goal is the creation of a
care plan consistent with the preferences of the patient and
designed to manage pain and other symptoms, as well as
providing social support to the patient and the family. This
chapter will answer some frequently asked questions about
hospice and what it can provide.

What services are provided under the hospice benefit?

Under the direction of the attending physician, hospice
provides the following;:

* Registered nurses, often with special training in end-
of-life care, furnish direct patient care and case man-
agement. The hospice nurse visits the patient as needed
and is on call twenty-four hours a day for support of
the patient and family.

* A medical social worker assesses needs and delivers so-
cial and instrumental support to the patient and family.
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e A chaplain provides pastoral care assessment and spiritu-
al support as desired by the patient and family members.

e The medical director supplies oversight and consulta-
tion to the multidisciplinary team and to the attending
physician if desired.

e Trained hospice volunteers offer listening and compan-
ionship to the patient and family.

e Home health-care and homemaker services are also avail-
able, as are dietary counseling and ultimately bereave-
ment support.

e Physical-, occupational-, and speech-therapy services
are also available when included in the patient’s written
plan of care.

One thing hospice does not supply is a twenty-four-hour,
in-home caregiver. In fact, to be eligible for hospice, a de-
pendent patient must have a designated caregiver, who
could be a family member or not.

Hospice services are primarily designed for caring for the
dying at the patient’s site of residence, whether in the home,
an assisted-living center, or a nursing home. There are, in
fact, four levels of hospice care under the hospice benefit:

* Routine home care: Standard hospice services as above
are provided at the patient’s residence.

* Respite care: Five days of respite within a hospice unit
or skilled-nursing facility are available to provide relief
to caregivers. This can be repeated as needed.

* General inpatient care: For severe, unrelenting symp-
toms that require more intensive management, the
hospice patient may be admitted to a dedicated hospice
inpatient unit or, when such a facility is not available,
placed in a contracted hospital bed or skilled-nursing
unit that can provide twenty-four-hour RN-level care.

* Continuous care: Occasionally, when the patient is near
the end of life and extra services are needed to keep him
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or her at home, the hospice can mobilize around-the-clock
care, including RN services for symptom management.

Does hospice provide drugs and medical equipment?

Yes, as needed for palliation and management of the
terminal condition. The patient is responsible for a 5 per-
cent drug copayment, not to exceed five dollars per drug
each month. Durable medical equipment such as commode
chairs, walkers, and hospital beds are also supplied without
charge as needed.

Who is eligible for hospice?

The short answer is: hospice is for anyone who is dying.
However, it is more complicated than that. Most private
insurance programs and Medicaid have a hospice benefit
plan with admission guidelines resembling those of Medi-
care. For eligibility under the Medicare hospice benefit, a
patient must

* Be eligible for Medicare Part A (Hospital Insurance).

e Have an attending physician and the hospice medical
director certify that the patient has a life-limiting illness
and that if the disease runs its normal course, death may
be expected in six months or less.

e Sign a statement choosing hospice care instead of routine
Medicare-covered benefits for the illness.

* Receive care from a Medicare-approved hospice program.

While hospice care in the United States originally went
mostly to patients with cancer, in 2007 cancer patients made
up only 41 percent of all hospice admissions. Patients can
use hospice services with any terminal diagnosis, includ-
ing chronic obstructive pulmonary disease, HIV/AIDS,
congestive heart failure, renal failure, stroke, or advanced
dementia. More than 80 percent of hospice patients in 2007
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were Medicare recipients, but patients can enter hospice at
any age. The American Academy of Hospice and Palliative
Medicine has developed general and disease-specific guide-
lines for hospice enrollment.”

Do | relinquish care of my patient when he or she enters hospice?

No. During the provision of all hospice services, the
attending physician remains in charge. He or she works
cooperatively with the hospice interdisciplinary team, but
remains responsible for the services provided and bills ac-
cordingly (see How do I bill . . . ? below). It is important to
both physician and patient to continue their relationship
during this difficult time; not only does it provide com-
fort to the patient, but the physician can expand his or her
personal and professional expertise by guiding the hos-
pice team. The attending physician provides orders for the
personalized-care plan, which should be based on goals
of palliation rather than disease-oriented treatment. The
hospice medical director may make suggestions to the at-
tending physician based on the biweekly interdisciplinary
team meeting, but the care of the patient remains at the
discretion of the attending physician.

Some primary physicians who refer patients to hos-
pice may prefer not to oversee their care. Sometimes the
subspecialist who has been caring for the patient—an
oncologist, cardiologist, or neurologist, for example—may
continue as the patient’s physician under hospice. If the
primary physician wants to stop being involved after hos-
pice certification, the patient can be referred to a colleague
or cared for by the hospice medical director, who then acts
as the attending physician.

How will hospice help me care for my patient?

We all recognize that as terminally ill patients approach
death, they require more frequent and diverse help than
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is generally provided in office or hospital practices. The
hospice team is structured to furnish these complex and
time-consuming services and is designed to bring care to
the patient who may no longer be able to travel for care.
For the hospice patient with a problem, the first contact is
the hospice nurse, who is available in person or on call at
all times. The social worker and chaplain assess patients
and caregivers on admission to hospice and as needed
after that. The multidisciplinary team, including the medi-
cal director, regularly reviews the patient’s care plan. This
review, including recommendations for physician orders,
is forwarded to the attending physician. As the end nears,
hospice services are intensified. The hospice nurse goes to
the home at the time of death (if not already present) and
facilitates the transfer of the body to mortuary services.
Immediately, and during the year after death, hospice pro-
vides bereavement services to surviving family or friends.

Do patients on hospice die sooner?

One barrier to timely referral is the misunderstanding that
hospice is appropriate only for the last few days of life. How-
ever, the interdisciplinary-team process not only may impact
quality of life and symptom management, but may actually
prolong survival. In a study of 4,493 terminally ill patients,
mean survival was twenty-nine days longer for those on hos-
pice than for those who did not enroll. Longer survival was
found within four of six of the studied disease types: heart
failure, lung cancer, pancreatic cancer, and colon cancer.?

How can | be sure | am sending my patient to a good hospice?

To receive Medicare funding, each hospice must go
through a certification process and an annual survey. In
addition, the National Hospice and Palliative Care Or-
ganization has developed Standards of Practice for Hos-
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pice Programs that measure ten domains of quality care.
Hospices that participate in the NHPCO are members of
the Quality Partnership Program. In addition, personal
and professional references are valuable. Clinical Practice
Guidelines for Quality Palliative Care were developed by
the National Consensus Project for Quality Palliative Care,
a consortium of five leading U.S. palliative-care organiza-
tions. The guidelines, released in April 2004, are designed
to help hospitals, nursing homes, hospices, and health
systems that are establishing palliative-care programs.
These guidelines are based on scientific evidence, clinical
experience, and expert opinion.” The Center for Medicare
and Medicaid Services is requiring hospices to focus on
quality improvement. The new Conditions of Participa-
tion for hospices from December of 2008 make continuing
quality improvement a requirement for every hospice.
Every hospice executive director must be able to describe
outcome data for pain and symptom management as well
as pressure-ulcer incidence and fall rates over time. Web-
based standardized comparisons, like those that exist for
nursing homes, are not yet available.

How is hospice different from good home health care?

Hospice and Medicare-sponsored home care share some
of the same goals: maintaining function and helping pa-
tients stay at home. Sometimes home health agencies also
provide hospice services. Clients of Medicare-sponsored
home care are expected to improve, and service ends if and
when the patient stabilizes and no longer needs skilled-
nursing or rehabilitative services. Most home health agen-
cies do not have active medical director support, most do
not provide pastoral care, and none supply bereavement
support on a formal basis. Medicare-sponsored home
health care requires that the patient be homebound, while
hospice has no such requirement.
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If my patient is in hospice, does that mean | can’t treat
pneumonia?

The short answer is no. In making a decision about treat-
ing an acute illness, one should always compare that decision
with the patient’s goals for care. Once a patient is in hospice,
the goals of care shift from disease-oriented treatment to
managing symptoms, increasing comfort, and improving
quality of life. If treating pneumonia accomplishes those
goals, then such treatment would be appropriate. However,
near death, pneumonia may be the terminal event, and the
more appropriate treatment might include antipyretics, mor-
phine, and oxygen for managing the symptoms of fever,
pain, and dyspnea, rather than antibiotics.

What if my patient doesn’t die within the six-month period
after admission to hospice?

Many physicians are reluctant to refer patients to hospice,
concerned that they might be underestimating their length
of life. In 2007, the average length of service was 67.4 days,
and the median was 20 days.”” Three months after enroll-
ment, again three months later, then at two-month intervals
thereafter, the hospice must certify that the patient contin-
ues to meet hospice criteria and can benefit from hospice
services. It is unusual but not impossible for patients to live
for years after enrolling in hospice as long as they continue
to have an expected prognosis of six months or less.

Physicians dislike predicting when a patient’s life will
end, and research has shown that they are not very good
at it."! Unfortunately, in 2007, 31 percent of patients served
by hospice died in seven days or less, sometimes only
hours after referral, thus preventing them from receiving
the benefits that the hospice team could offer.

Physicians whose patients live longer than six months
in hospice do not risk charges of Medicare fraud or abuse.
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Hospice medical directors are responsible for reevaluation
of prognosis in patients with extended length of stay, and
they may make visits to reassess prognosis.

What if my patient wants to opt out of hospice, recovers,
and doesn’t need hospice?

At any time, the patient can opt out of the hospice pro-
gram and go back to receiving usual Medicare benefits.
Should the need arise, the patient could reenter hospice
when appropriate.

What happens if my patient or the family needs a break,
or if symptoms cannot be controlled at home?

For overwhelmed caregivers, the hospice can provide sev-
eral days of respite services, usually by placing the patient
in an area nursing home with which the hospice contracts.
If symptoms cannot be managed at home, the patient can be
admitted to a hospital for intensive symptom management.
This hospital is paid a negotiated rate by the hospice, and
no break in service is required. Since the hospice team is
skilled in home-based symptom management and can in-
tensify services when necessary, it is unusual for a patient
to require hospitalization.

If the patient is already in the hospital, how can hospice get
involved?

It is often during hospitalization that it becomes obvious
that the patient’s goals of care have shifted from disease-
oriented treatment to palliative care, with the primary fo-
cus on quality of life and comfort. If the patient is not likely
to die in the hospital, then hospice can provide a helpful
transition of care to home or another setting, with no break
in care plan or service. Attending physicians and hospitals
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should be encouraged to work with local hospices to foster
such smooth transitions.

Can hospice provide care for nursing-home residents?

Because both Medicare-sponsored skilled-nursing care and
hospice are benefits paid for by Medicare Part A, no patient
can receive both services simultaneously for the same diag-
nosis, but any non-Medicare nursing-home patient, as long as
he or she meets hospice criteria, can receive hospice benefits.
Payment of room and board remains the responsibility of the
patient, the family, or Medicaid for eligible residents. Specially
trained hospice staff and volunteers can provide many servic-
es beyond those usually offered in nursing homes. The deliv-
ery of end-of-life care occurs within the guidelines of both the
nursing home and the hospice. The coordinated plan of care
must designate which care and services will be provided by
the nursing home and which by the hospice, in order to best
respond to the needs of the patient.’? While 28 percent of Mis-
souri deaths occur in nursing homes,” only a small percentage
of elderly nursing-home residents are enrolled in hospice."*

How do I bill for caring for patients in hospice?

Attending physicians for hospice patients bill Medicare
B through their usual carrier or bill commercial insurers,
by simply adding the modifier—GV to the appropriate CPT
code. Physicians who are caring for problems unrelated to
the hospice diagnosis use the—GW modifier when they bill.
Consulting physicians who are addressing needs related to
the hospice diagnosis are effectively contracting with the
hospice and bill the hospice agency itself.”®

How can | learn more about end-of-life care?

Most physicians receive little or no training in end-of-
life care in medical school, but some helpful resources ex-



Questions and Answers about Hospice 55

ist. The online End of Life/Palliative Education Resource
Center hosted by the Medical College of Wisconsin offers
over 200 brief summaries of common end-of-life clinical
issues, called Fast Facts, which can be read quickly and
provide references for further reading (http://www.eperc.
mcw.edu/ff_index.htm). Physicians, nurses, and others can
participate in the Education in Palliative and End-of-Life
Care (EPEC) training programs or local versions of that
curriculum delivered by physicians who have under-
gone EPEC training. (Go to www.epec.net to purchase a
Participant’s Handbook.) The EPEC Project’s seventeen
units address a variety of communication and symptom-
management challenges in end-of-life care. A pocket-size
handbook available for less than twenty dollars provides
useful algorithms for symptom management applicable to
all settings of care.'®

Increasingly, medical journals are publishing in-depth
articles on end-of-life care, such as “Perspectives on
Care at the Close of Life,” published in the Journal of the
American Medical Association (and available within the
topic collection at http://jama.ama-assn.org/cgi/collec-
tion/endoflife_care_palliative_medicine). The American
Academy of Hospice and Palliative Medicine offers many
educational resources as well, including Primer of Palliative
Care, 4th ed., and the nine-volume physician self-education
program, the UNIPAC series.

How can | find a hospice in my community?

Hospices that serve your area can be found at the website
of each state’s hospice association or by searching the Na-
tional Hospice and Palliative Care Organization’s database
(http://iweb.nhpco.org/iweb/Membership/MemberDirec-
torySearch.aspx?pageid=3257&showTitle=1). Representa-
tives of most hospices will be happy to come to your patient’s
home to answer questions and provide information.
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The Burden of Caregiving at the End of Life
David A. Fleming

Patients with terminal illnesses typically require the as-
sistance of family members, significant others, and friends
to avoid hospitalization and be allowed to die at home.
Nonprofessional caregivers are of central importance in
end-of-life care because of the ongoing, day-to-day, often
minute-to-minute care and support that is needed. They
provide essential care and function as liaisons to physicians
and other health professionals when patients need assis-
tance with decision making and health-care planning,.

These services are not risk free for the caregiver. Assum-
ing the responsibility of caring for loved ones at the end of
life is frequently very distressing. Caregivers are at greater
risk for depression, deteriorating physical health, financial
difficulties, and premature death." Caregivers are also less
likely to engage in preventive health behaviors or otherwise
attend to their own health needs, placing them at risk for
deterioration of existing chronic health problems.>

Caregivers add a critical dimension to care that deserves
recognition and validation. Physicians and others caring
for patients with terminal illness often overlook the needs
of caregivers and may fail to recognize their importance.
The patient, family, and caregiver coalesce into a single
“unit of care” that serves to reformulate and enhance the
relationship grounded in trust that forms between patients
and physicians. Mutual trust and understanding between
patients and their physicians are critical elements for suc-
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cessful end-of-life care, and the caregiver becomes an equal
stakeholder in this trust relationship.

In this chapter I will underscore the importance of care-
giving as a valuable part of end-of-life care and emphasize
the critical importance of physicians’ and other team mem-
bers’ being sensitive and responsive to caregiver needs. I will
also review recent research that has identified factors and
physician behaviors most important to caregivers during the
final months of patients’ lives and into bereavement. Early
recognition of these factors may enable interventions that
will be beneficial to the caregivers as well as their patients.

The Importance of Caregiving

In the United States cancer is the most frequent terminal
illness requiring caregiving.’ In the early 1990s it was esti-
mated that six million people in this country had a history
of cancer, and three million had had the diagnosis for over
five years.* More than half a million people die of cancer
here each year. This number will rise because cancer rates
increase with age and the population is aging. Many cancer
patients are now being cared for at home. As the population
ages and health-care systems move toward earlier discharge
from hospitals, the care of more cancer patients is shifting
to home and other outpatient settings. Family caregivers for
terminally ill patients are also necessary because of limited
support and coverage by insurers for hospice and other
home health-care services.

In addition to rising cancer rates, the aging of our popula-
tion also is creating a greater need for home caregivers. In
the United States, overall life expectancy increased from 70.8
years in 1970 to 75.8 years in 1995.° One implication of this
phenomenon is that within fifty years, the number of cancer
diagnoses is expected to double.” Other forms of terminal ill-
ness will also be increasingly prevalent due to an aging pop-
ulation. Approximately 360,000 new cases of Alzheimer’s
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disease are being diagnosed annually, and the prevalence
doubles every five years beyond the age of sixty-five.®

A study of Midwest caregivers revealed that most live
with their patients, and most live in rural areas or smaller
communities; only one-third live in urban populations of
50,000 or more.” Awareness of this is important for health
agencies in rural areas, where resources may be strained to
support the increasing needs of terminal patients, caregiv-
ers, and physicians.

The Risks and Economic Impact of Caregiving

Most caregivers are older spouses or middle-aged adult
children of severely disabled patients, and the majority of
caregivers are women. Spouses have an increased mortal-
ity rate during the first year following the death of their
mates,® and this risk is further elevated when the spouse
has served as the primary caregiver during the end-of-life
period. The loss of a loved one, chronic emotional distress,
the physical demands of caregiving, and the biological vul-
nerability of older adults combine to increase the risk for
health problems and early death in caregivers, especially
if they are elderly. Schulz and Beach found that mortality
risks were 63 percent higher in elderly caregivers who were
experiencing distress, compared to those who were provid-
ing care but did not feel stressed." Caregivers who live with
the care recipient tend to experience higher levels of strain
and burden, so this puts them at increased risk.

Very few dying patients receive paid nursing care in addi-
tion to family assistance; this implies a substantial financial
burden on unpaid caregivers. It is estimated by the National
Center for Health Statistics that over fifty-four million Amer-
icans serve as caregivers for chronically ill or disabled family
members.”? Most caregivers are female family members. Of
caregivers, 43 percent have a household income of less than
$30,000, and 54 percent are between the ages of thirty-five and
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sixty-four years—the primary wage-earning years. House-
hold income, often from two wage earners, is frequently
jeopardized as family members sacrifice employment to stay
home and care for totally dependent loved ones.

The importance of caregiver services has historically been
underrecognized and undervalued economically. Nonpro-
fessional caregiving has been estimated to be worth $196
billion a year, while the annual expenditure for commercial
home health and nursing-home care totals $32 billion and
$83 billion, respectively.”® As the number of caregivers rises,
the impact of caregiving will become increasingly evident,
with important social and economic implications.

The Unmet Needs of Caregivers

Caregivers living with their patients have more personal
needs than caregivers who do not live with their patients."
The majority of patients with terminal illness report a
need for assistance, but relatively few receive assistance
from paid caregivers.”> Most rely on family members and
friends for help with transportation, housework, nursing,
and personal care. A recent study of caregivers of patients
with metastatic cancer provides insight and understanding
about the caregiving experience and details of the burdens
and unmet needs of caregivers.'® Findings indicate that phy-
sicians need to be attentive to patient quality-of-life issues
and attempt to provide assistance. Caregivers may need
help balancing caregiving with other family, financial, and
work responsibilities. It is also important for physicians to
communicate effectively with the patient and the caregiver
and to acknowledge the importance of caregiving.

Caregivers desire that physicians pay close attention to
the medical care of the patient, both on an interpersonal and
at the institutional level. A caring nature and good bedside
manner are consistently rated high as an important caregiver
need from a physician. Feeling secure that there is effective
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communication about test results, diagnosis, and course of
treatment, especially when more than one physician is in-
volved, is also important to caregivers, and effective commu-
nication within health-care systems and between providers
to streamline the use and transfer of medical information,
billing, and scheduling is highly desired.

In fact, caregivers stress effective and compassionate
communication as perhaps the most important need they
have. This includes disclosure of medical information,
prognosis, treatment, and discussion of care directives and
the dying patient’s wishes regarding future intervention.
They also identified earlier involvement of palliative-care
services and timelier referral to hospice care as important.

Caregivers, at the time of diagnosis and throughout the
course of illness, desire information to assist them in under-
standing the patient’s condition and making decisions about
next steps in the illness. Disclosure of medical mistakes and
charting errors is important to secure caregivers’ trust in
both the physician and the health systems in which they
practice. At the organizational level, reducing errors and
inconvenience through better handling of charts, x-rays, lab
data, scheduling, and transportation and by eliminating the
need for burdensome administrative requirements (such as
having to repeatedly fill out health forms and re-register at
each visit) will reduce patient and caregiver stress.

Counseling and other forms of psychological and emo-
tional support during the illness may provide caregivers
with realistic expectations of their patient’s illness. These
interventions also provide an opportunity to screen for
depression and anxiety in caregivers. From the initial di-
agnosis and repeatedly during the course of illness, the
physician should emphasize the importance of caregivers’
seeking and accepting practical and emotional support.
Involving other members of the health-care team, such as
social workers, counselors, and chaplains, can be invaluable
in this process.
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Caregiver Trust

Trust in the physician is a primary mediator of emotional
distress because it is a major predictor of patient and caregiver
satisfaction.” Trust may be damaged when there is poor com-
munication and inaccurate disclosure of the patient’s health
status. The quality of the doctor-patient relationship and the
mutual trust the relationship embodies are influenced by the
physician’s effectiveness in communication, interpersonal
relations, and the patient’s and/or caregiver’s perception of
the physician’s clinical skill, especially in the alleviation of
pain and suffering.!® Other important traits are compassion,
honesty, empathy, respect, and a genuine sense of caring.”

Responses from caregivers about their unmet needs sug-
gest that loss of trust can be very distressing.® Trust is dam-
aged when communication fails. Honesty is of particular
concern in relation to full disclosure about medical mistakes
as well as about the patient’s medical condition. Actual or
perceived poor communication or inattentiveness to the
caregiver can undermine his or her trust in the doctor’s skill
and reputation.

The AMA’s Council on Scientific Affairs espouses a
model of care that considers the caregiver and the patient
as a single unit. The caregiver becomes a partner with the
physician and patient.” During end-of-life care, the patient’s
caregiver naturally becomes intertwined within the physi-
cian-patient relationship, and as a valid stakeholder often
becomes the ultimate surrogate decision maker for the pa-
tient. Failure to win caregiver trust or to involve caregivers
in end-of-life health decisions can compromise quality of
care and prevent adequate symptom relief.

Caregiver Relief

The United States is the only developed nation in the
world that does not financially support caregivers. Medi-
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care does not cover medical expenses of long-term care in
nursing homes or other long-term-care facilities. In January
2000, President Bill Clinton proposed a $3,000 annual tax
credit for the many families providing long-term care for
a seriously ill member.?? Unfortunately, this proposal fell
victim to budget constraints and other policy issues.

In 2002, the Living Well with Fatal Chronic Illness Act
was introduced in the U.S. House of Representatives (HR
5139). This bill would have allowed a Medicare buy-in option
for caregivers over fifty-five years of age and a $3,000 tax
credit for the primary caregiver of a low-income individual
who has long-term-care needs.”® A similar Medicare waiver
provision for caregivers already exists in some states. While
such a tax credit would fall short of completely covering the
financial costs incurred by many caregivers, having it avail-
able would at least demonstrate support for the significant
commitment and contributions made by those who help
loved ones who are dying. Additionally, HR 5139 would
have authorized the Department of Health and Human Ser-
vices to establish research, demonstration, and education
programs to improve the quality of end-of-life care across
multiple federal agencies, and it would have authorized the
Department of Veterans Affairs to develop and implement
similar programs for thousands of disabled veterans.

It was estimated that HR 5139 would cost over $1.5 billion
a year, and it did not pass in 2002; it has not been reintro-
duced. To date, the political environment has not been ac-
cepting of legislation with such broad implications for social
relief. However, the fact that such a bill was even introduced
is evidence that the needs of caregivers are being recognized
to some extent and that relief measures for such vulnerable
populations may be on the horizon in our society.

Conclusion

The unmet needs of caregivers of terminally ill and
chronically disabled patients are a burgeoning problem.
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Caregivers benefit by having their important role recog-
nized and validated by the health-care team and by receiv-
ing direct communication from their patients’ physicians.
Physicians should be sensitive and knowledgeable about
caregiver burden so they can be equipped to identify care-
givers at risk in the months preceding death, as well as in
the early weeks and months of bereavement following the
death of their patients.

Specialists who treat patients with terminal illness are
positioned to recognize and implement steps necessary to al-
leviate caregiver distress. Primary-care physicians play a par-
ticularly important role in addressing these issues, however,
because caregivers may seek assistance from their personal
physicians for physical and emotional health problems while
they are still in the caregiving role or during bereavement.

The World Health Organization confirms that the care-
giver and patient should be considered a single unit in the
relationship they form with the physician.* This means
that caregivers have an equal stake in discussions about
treatment, prognosis, and heath-care planning. Physicians
should therefore be simultaneously sensitive to the needs of
patients and the needs of their caregivers. Open and honest
communication, including thoughtful listening to caregiv-
ers’ opinions, is very important. Recognition and validation
of the caregiving role, compassionate bedside manner, and
attention to caregiver quality-of-life issues also contribute to
caregiver support and to consolidating the trust relationship
that forms between the physician, the patient, and the care-
giver. Giving unique attention to caregivers’ psychological
needs, including early referral to appropriate services, may
be vital to protecting the welfare of this important member
of the health-care team.
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Helping Older Patients and Their Families Make Decisions

about End-of-Life Care
Steven Zweig and David R. Mehr

Most people who live to old age die from chronic disease.
Three chronic diseases are the leading causes of death in
people over age sixty-five: cancer, heart disease, and cere-
brovascular disease. Following these are chronic and acute
lower-respiratory diseases, diabetes, and Alzheimer’s-type
dementia. In Missouri, as in other states, 76 percent of those
who die are sixty-five or older. Most people die in hospitals
(55 percent), more than a quarter in nursing homes, and a
smaller number at home or elsewhere.! So most people die
after the age of sixty-five and of a chronic disease in a hospi-
tal or nursing home. Therefore, most people, with help from
their families, end up facing decisions in their old age about
the care they receive when they are dying.

Modern medicine is based on principles of diagnosis and
treatment. In fact, all of medical education and training for
resident physicians centers on these two areas, regardless
of specialty. However, since most older people die of acute
manifestations of chronic disease, for their physicians, ele-
ments of prognosis become more important than those of
diagnosis. Furthermore, physicians often behave as if our
interventions are equally effective for a specific diagnosis
regardless of prognosis. Outcomes from specific interven-
tions will vary greatly depending on the prior status of the
patient; for example, cancer chemotherapy is variably ben-
eficial depending on the functional status of the patient. In
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fact, if we are to incorporate an outcomes-oriented approach
to clinical decision making into a broader, patient-oriented
approach, we must discuss prognosis, patient preferences,
and prioritization of goals before deciding on a manage-
ment plan (treatment).

Since most older patients die with chronicillness, advance
care planning is relevant and its goals important. The first
goal is to ensure that when the patient has become incapable
of decision making, the clinical care is in keeping with his
or her preferences. Next is to improve health-care decisions
by facilitating a shared process, allowing the proxy to repre-
sent the patient’s interests, and to respond flexibly according
to unforeseen clinical circumstances. Finally, advance care
planning aspires to improve patient outcomes by decreas-
ing the frequency of over- or undertreatment and reducing
patient concerns about the burden on family members.>

Patient-centered medical decision making near the end
of life includes four steps: identifying patient preferences,
understanding and communicating the medical prognosis,
defining goals of care, and implementing a management
plan consistent with those goals.

Identifying Patient Preferences

While some people speak with their physicians or fam-
ily members about what their wishes would be if they were
to become seriously ill or were facing death, most do not
plan for it. A relatively small percentage of people prepare
a written advance directive, but even in the case of a patient
who has created such a document, the accepted standard
for making proxy medical decisions is to consider the ques-
tion, what would she want if she were able to decide?

While the patient’s wishes may not be definitely known,
considering them not only shows respect for the patient, but
frequently aids difficult discussions with proxies or fami-
lies. A family member may be personally troubled by having
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to make a decision that might shorten a loved one’s life,
such as withholding a gastrostomy and feeding tube, but
may feel more comfortable with that decision if considering
it in the light of whether the patient would want to be kept
alive when severely incapacitated and unable to eat.

Most states have laws that support advance care plan-
ning. For example, Missouri law validates the use of both
written living wills and the naming of health-care proxies.
The state’s first living-will legislation was passed in 1986
and defines a living will as a person’s written instructions
for medical treatment, to be used if that person loses the
ability to decide on such matters. The durable power of
attorney for health care is a health-care proxy, someone
named in writing, to make decisions when a person no
longer can. A 1991 Missouri statute also permits the with-
holding of artificially delivered nutrition and hydration if
that authority has been given in advance to the durable
power of attorney for health care.

Living wills have several advantages. They extend patient
self-determination and afford legal security for physicians.
They may relieve patient anxiety about potential unwanted
treatments. Hopefully, they promote physician-patient-fam-
ily communication, reduce strife among family members,
and increase physician confidence in decisions regarding
withholding or withdrawing of care.

However, there are also disadvantages to living wills.
Neither physicians nor patients are likely to bring up the
topic for discussion. They may not be available when need-
ed, or their whereabouts may be unknown. Furthermore,
it is often difficult to know when they should be applied,
which can result in inappropriate addition or withdrawal of
care. Finally, a patient’s wishes may change by the time the
directive is brought into force.

The durable power of attorney for health care granted to
a proxy may afford advantages over the living will alone. It
can serve as an extension of the patient’s autonomy without
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the need to account for all possible scenarios of dying. It
formalizes our common-sense approach to patient care by
enabling medical personnel to talk with an incapacitated
patient’s loved one or family member, one whom the patient
has chosen to best represent him or her. The health-care
proxy also reduces the number of people to whom the phy-
sician must respond.

But health-care proxies also have limitations. The patient
may not have fully discussed his or her wishes with the
proxy. This person could have an ulterior motive, or, more
commonly, may not be able to accurately anticipate or repre-
sent the patient’s wishes. Finally, the proxy may not be emo-
tionally or intellectually up to the task of making difficult
medical decisions about a loved one, or may demand medical
treatment when there is no hope of benefit to the patient.

What are the best times to initiate these end-of-life dis-
cussions with our patients? Timothy Quill has divided these
into urgent and routine indications. Urgent indications
include imminent death, talk by the patient about wanting
to die, inquiries about hospice or palliative care, recent hos-
pitalization for severe progressive illness, intense suffering,
and poor prognosis. Routine indications include discussing
prognosis, discussing treatment with a low probability of
success, talking about hopes and fears, and circumstances
in which the physician would not be surprised if the pa-
tient died in six to twelve months.® This last indication
may be particularly helpful in dealing with the uncertain
prognosis in many chronic conditions, such as congestive
heart failure.* Others have found the routine exam to be an
opportune time to begin gathering information about the
patient’s end-of-life goals and values.

Understanding and Communicating the Medical Prognosis

To adequately inform patients about their medical condi-
tion near the end of life, physicians must be able to develop
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fairly accurate prognoses. Unfortunately, many studies
show that we physicians are not very good at this aspect
of medical practice. A recent study of hospice patients and
the physicians who referred them found that the physicians
predicted the patients would live, on average, more than
five times longer than they actually did. The better the doc-
tors knew the patients, the more likely they were to err in
prognosis and overestimate life span.® The SUPPORT trial
showed that just three days before death from congestive
heart failure, 80 percent of patients were given a prognosis
of six or more months.® Two days before death, 50 percent
of patients with chronic obstructive lung disease were pre-
dicted to have a six-month survival.”

In most circumstances, neither patient nor physician wants
to label the gravely ill as dying. “For most patients, two fun-
damental facts ensure that the transition to death will remain
difficult,” notes Thomas Finucane. “First is the widespread
and deeply held desire to not be dead. . . . Second is medi-
cine’s limited ability to predict the future, and to give patients
a precise, reliable prognosis about when death will come.”

However, it remains our responsibility to do our best in
telling people what we know, what we have to offer in the
treatment of their diseases, and what we will do to help
them if those disease-oriented treatments are unsuccessful
or not indicated. Cohort studies and clinical trials involving
older patients with chronic illness will increasingly form
our prognostic judgments. For example, one study during
the last decade showed that patients with advanced demen-
tia who are hospitalized for a hip fracture or pneumonia
have a six-month mortality of over 50 percent.’

Defining Goals of Care
In describing our general discomfort in talking about dy-

ing, Quill describes end-of-life discussions with seriously ill
patients as addressing the “elephant in the room.”" He sug-
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gests that physicians ask patients the following questions
about their goals of care in order to understand those goals
and help patients achieve them:

e “Given the severity of your illness, what is most impor-
tant for you to achieve?”

e “How do you think about balancing quality of life with
length of life in terms of your treatment?”

e “What are your most important hopes?”

e “What are your biggest fears?”

He also recommends asking these questions about values:

e “What makes life worth living for you?”

e “Would there be any circumstances under which you
would find life not worth living?”

e “What do you consider your quality of life to be now?”

e “Have you seen or been with someone who had a par-
ticularly good death or a difficult death?”

Muriel Gillick and colleagues at the Hebrew Home for
the Aged in Boston have developed five pathways of care
for nursing-home patients' that could be applied equally
well to chronically ill patients at home. They prioritize the
goals of care: life prolongation, maintenance of physical
and cognitive function, and comfort. For those on the “In-
tensive Pathway,” life prolongation is the prime goal, with
maintenance of physical and cognitive function second,
and comfort third. This pathway would employ all medical
procedures, including CPR attempts, intubation, and ICU
care. On the “Comprehensive Pathway,” the prime goal is
maintenance of physical and cognitive function, with life
prolongation second, and comfort third. Attempted CPR
and ICU care would likely be excluded on the Comprehen-
sive Pathway, because they are unlikely to prolong life and
may result in loss of function.
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The “Basic Pathway” still has maintenance of function
first, but comfort is second, and life prolongation third. This
translates into nursing-home-based care or home care for
all medical conditions and substitutes medical treatment
for surgical treatment whenever possible. On the “Palliative
Pathway,” the prime goal is comfort, with the other two goals
secondary. This translates to nursing-home or home-based
care exclusively, with diagnostic tests kept to a minimum.
For patients on the “Comfort Only” pathway, comfort is the
only goal and all treatments should be directed at allevi-
ating symptoms. Discussing comfort as a goal of care may
help patients, families, and learners (students and residents)
appreciate potential disadvantages of tests and treatments
that at a different time of life might be considered more ap-
propriate. For example, maintaining an intravenous line in
a patient with underlying dementia with delirium has the
disadvantage of requiring the use of physical restraints.

Implementing a Management Plan Consistent with the
Goals of Care

The Education in Palliative and End-of-Life Care (EPEC)
Curriculum defines an eight-step protocol to guide the
discussion of treatment preferences, particularly when the
withholding or withdrawal of a life-sustaining therapy is
under consideration:

1. Be familiar with policies and statutes.

Are there specific policies within hospitals or nursing
homes that preclude certain medical decisions? Most states
and facilities leave specific treatment decisions to the patient
and physician, but you should make yourself aware of any
exceptions before the need to know arises. Sometimes when
facilities indicate an unwillingness to allow certain treat-
ments to be withheld or withdrawn, their policies could be
based on misunderstandings of applicable regulations.



Helping Older Patients Make Decisions about End-of-Life Care 75

2. Find an appropriate setting for discussion.

In the hospital, this might be a patient/family meeting
when all relevant providers—physicians, nurses, social
worker, and chaplain—could discuss shifting the goals of
care from disease treatment to palliative care. A comfort-
able meeting room away from the bustle of patient-care
activities is highly desirable for this gathering.

3. Determine what the patient wants to know and reconcile
all parties’ knowledge of the patient’s condition.

A patient, his or her family, and members of the health-
care team all may have very different perceptions of the
patient’s condition and prognosis. These must be recon-
ciled if a patient-centered plan is to be developed. Further-
more, for cultural or other reasons, specific discussions
about death and dying may not be acceptable to some (see
Chapter 7, “Cultural Sensitivity in End-of-Life Discus-
sions”). It is important to know what kinds of information
the various participants want to have and who will make
what decisions.

4., Discuss general goals of care.

Plans for treatment should be consistent with patient pref-
erences and goals of care. New circumstances may require
a reconsideration of whether comfort care has assumed a
more prominent role compared to other goals.

5. Establish the context of the discussion.

Reviewing the course of the illness and the range of treat-
ment options, even if cure is not possible, may help frame
the discussion for patients and families. Physicians in this
position often ask the question, do you want us to do every-
thing we can? Unfortunately, everything sometimes includes
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futile disease-oriented treatment and may even exclude im-
portant aspects of palliative care.

6. Discuss specific treatment preferences.

Be as specific as possible when asking what the patient
and family prefer in terms of treatment. Use language that
patients and their family members will understand. Pause
frequently to check for comprehension, write things down,
and be willing to clarify. Describe each possible treatment
(whether a life-sustaining procedure or a specific palliative
measure), and discuss the problem the treatment would ad-
dress, what the treatment involves, what is likely to happen
if the patient decides not to have the treatment, the benefits
of the treatment, and the potential complications and bur-
dens created by the treatment. The specifics may include
no resuscitation attempts, refusal of surgical procedures or
dialysis, and/or no future hospitalizations.

7. Respond to emotions.

Physicians should acknowledge the anxiety and grief
that are usually associated with discussions of dying. Dur-
ing these emotionally charged discussions, the physician
should pause frequently, assess the participants’ feelings,
and respond to those feelings. When emotions are clearly
evident, the physician can address them directly (saying,
for example, “You seem to be very sad”). Asking questions
about perceived feelings (for example, “Are you feeling an-
gry?”) is a safe way to approach a patient or family member
whose emotions are not immediately identifiable. Physicians
should not hesitate to get assistance from pastoral counsel-
ors or other members of the health-care team in handling
these emotional discussions.
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8. Establish a plan.

Finally, seek to establish a plan that is well formulated
and understood by all. This may include transfer of setting
of care, specific withholding or withdrawal of care, and de-
ciding when to meet again.

Experiences of Dying

Each experience of death is unique. However, a few well-
defined chronic-illness trajectories encompass a large num-
ber of dying older patients. We have selected four to discuss
further.

The patient with chronic heart or lung disease who has
frequent acute-illness exacerbations. The chronic nature of
these diseases affords ample opportunity to review patient
preferences and goals of care. Both conditions require ex-
pert medical management and patient-caregiver collabora-
tion to maintain maximum function. Prognosis is especially
difficult, since patients will typically exhibit several (pos-
sibly many) cycles of becoming acutely ill and then at least
partially recovering after intensive medical interventions.
Their decline is not steady, as is often the case with a dying
cancer patient. The SUPPORT study showed that death can
come suddenly and unexpectedly to these patients.”®

Continuing to discuss patient preferences is imperative.
The patient who may have started on the Intensive Pathway,
in which life prolongation is the prime goal, may over time
decide that the primary focus should be shifted to func-
tion and comfort. Here interventions such as attempted
CPR and intubation must be discussed early on—decisions
about whether or not to hospitalize again become important
as the goals of care shift.

Attention to managing symptoms such as dyspnea and
fatigue eventually becomes more relevant than treating the
underlying disease. Hospice referral may be appropriate,
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not only to provide symptom management, but also to sup-
port at home or in a nursing home those who have decided
not to go back to the hospital. In considering the possibility
of hospice referral, asking whether death would be surpris-
ing within six months or a year may be useful to help deal
with our own difficulties in prognostication, as well as with
patients’” reluctance to face that death may be near. Also, it
may be helpful to give patients and families the opportu-
nity to focus on specific measures to enhance comfort.

The patient with an incurable malignancy. Like pa-
tients with congestive heart failure or chronic obstructive
pulmonary disease, those with incurable malignancies may
retain cognitive capacity until the very end. Since cancer
usually progresses slowly, this means that eliciting patient
preferences along the way and regularly reviewing goals of
care in the context of prognosis is critically important. As
with the chronic heart- or lung-disease patient, several phy-
sicians may be caring for the patient simultaneously. Older
patients and family members may find the disease-oriented
treatments confusing, so it is important that specialists col-
laborate with the primary-care physician, who can coordi-
nate care and facilitate communication.

Plans of care should include symptom management: the
average cancer patient suffers from ten different symptoms
during the course of the illness. Dying of cancer is the mod-
el upon which the current Medicare hospice benefit is based.
If referrals are made in a timely fashion, symptoms (as well
as the social and spiritual needs of patients and family mem-
bers) can be addressed from a multidisciplinary perspective.

The patient with end-stage dementia. Excluding dis-
eases that can masquerade as dementia, all true dementias
are progressive and inexorably result in cognitive decline,
functional loss, and death. Pharmaceuticals (such as the
cholinesterase inhibitors) designed to treat dementia, pri-
marily Alzheimer’s disease, may slow decline, but do not
stop it. Thus, it is crucial that patients communicate treat-
ment preferences and name a health-care proxy early in
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the course of the disease. Since the disease has expected
outcomes, preferences can be elicited early on about specif-
ic interventions, such as resuscitation attempts, hospital-
ization, treatment of infections, and artificially delivered
nutrition and hydration. However, most patients at present
do not create advance directives while they are competent,
nor are they represented by legally appointed guardians.
In such cases, family members typically are called upon to
reach decisions about care. In discussing care with family
members, it is particularly important to help them keep
in mind the perspective of the patient as if he or she were
able to decide.

Many patients with dementia eventually are admitted
to nursing homes. Such patients might appropriately enter
the palliative pathway. This translates into nursing home—
based care exclusively, with diagnostic tests kept to a mini-
mum. Hospitalization might appropriately be restricted to
situations in which comfort would be compromised in the
nursing home (for example, in some cases of hip fracture).
For these patients, CPR is extremely unlikely to be of ben-
efit,'” and Finucane and colleagues, as well as Gillick, have
persuasively argued that tube feeding has limited value.'®

In end-stage dementia, when the patient can no longer
communicate, ambulate, or sustain adequate oral nutri-
tion, comfort care might become the only goal. That is,
pneumonia would be treated with oxygen, antipyretics,
and morphine, but not antibiotics. In the population with
severe dementia who are hospitalized, Sean Morrison and
Albert Siu have demonstrated very high six-month mortal-
ity.” While some family members may feel that any care
limitation is inappropriate even considering the patient’s
preferences, many others will welcome being approached
by the physician about care limitations.

The patient with an unexpected catastrophic decline.
Major traumas and unexpected catastrophic illnesses also
occur in older adults. A good example is severe stroke,
where there are several issues. First, the extent of potential



80 Care of the Dying Patient

recovery may be unclear for several days or even weeks.
Therefore, long-term decisions may need to be deferred for
a period of time, and some aggressive measures, such as
mechanical ventilation or enteral tube feeding, may need to
be instituted with the understanding that they can be dis-
continued later. Setting time limits for reconsidering care is
particularly important in this setting. We do know that there
are some indicators that help predict prognosis for these
patients. For example, people over eighty years old with
an ischemic stroke have a 52 percent risk of dying within
one year, and those who survive tend to suffer severe dis-
ability.!® A patient with impaired consciousness, dysphagia,
and urinary incontinence has a 75 percent chance of dying
within thirty days after a stroke.”

Second, particularly in the frail elderly, a catastrophic
illness may be accompanied by multiple interacting or-
gan failures. Consider a patient admitted from a nursing
home with mild dementia who then sustains a stroke with
hemiparesis, developing aspiration pneumonia, delirium,
and progressive renal insufficiency. Previously recorded
advance care directives may not address such a situation.
While the prognosis for each of this patient’s problems in-
dividually may be good, together they create a significant
risk for prolonged intensive care and inevitably worsening
functional status.

All such catastrophic illnesses require close communica-
tion with key family members or the health-care proxy, if
one is appointed. Circumstances can change quickly, and
difficult treatment decisions may have to be made, includ-
ing whether to attempt CPR, intubate, give parenteral or
enteral nutrition, and even begin dialysis. Being clear in
stating that initiated care can later be withdrawn may be
particularly helpful at such times.

Having a script like the following to initiate CPR discus-
sions can be helpful:
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“If your mother were to die suddenly, that is, she stopped
breathing or her heart stopped, we could tryto revive her by
using cardiopulmonary resuscitation (CPR). Are you famil-
iar with CPR? Have you given any thought as to whether she
would want it? Given the severity of your mother’s illness,
CPR would likely be ineffective. I would recommend that we
choose not to attempt it, but that we continue with all other
potentially effective treatments. What do you think?”%

This example is particularly notable in that the physician
states an opinion and asks for input from family members.
Due to their relative inexperience and lack of medical
knowledge, family members are almost always at a disad-
vantage, even after extensive discussions. We believe that in
most circumstances it is cruel to simply pose choices to fam-
ily members without the physician’s stating his or her opin-
ion and then asking for input. Family members should not
be placed in the position of feeling that they have to choose
between death or an unproductive life for their loved one.

Conclusion

Unquestionably, there are barriers to discussing end-of-
life care with patients and their families. Uncertain progno-
sis and gradual decline may leave optimum decision points
unclear. Physicians may be uncomfortable initiating poten-
tially difficult and time-consuming discussions. Nonethe-
less, it is usually beneficial to address these issues before
a crisis occurs, when treatment decisions must be made
quickly.

Physicians can do a great deal to help elderly patients and
their family members make decisions regarding end-of-life
care. Most people who die are old, and most old people die
of chronic diseases, so our traditional approach to clini-
cal decision making—which includes only diagnosis and
treatment—is insufficiently oriented toward achieving best
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outcomes and fulfilling patient desires. A four-step process
to achieving patient-centered decision making about end-
of-life issues includes eliciting patient preferences, deter-
mining and communicating prognosis, defining goals of
care, and implementing a management plan consistent with
those goals. Physicians and family members who achieve
the goals of care they set can acknowledge that they have
helped someone experience a good death—the departure of
a valued person who died comfortably, his or her physical,
emotional, and spiritual needs having been fulfilled.
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Cultural Sensitivity in End-of-Life Discussions
David A. Fleming

Encounters between physicians and patients of differ-
ent cultures are increasingly common in today’s diverse
society. The need for cultural awareness by health-care
providers is therefore becoming more important. This is
especially true in end-of-life discussions, where cultural
beliefs and traditions may strongly influence decisions
made by patients and their families. Attitudes regarding
death and dying vary significantly between countries and
even between groups of different cultural backgrounds
within countries.! Questions pertaining to disclosure of
information, advance directives, assisting death, and the
withholding or withdrawing of treatment are some of the
major ethical challenges confronted during terminal ill-
ness that are influenced by cultural background.

Health-care professionals experienced in palliative care
tend to have similar attitudes about caring for dying pa-
tients regardless of their sociocultural context.? This sug-
gests that certain attitudes about death and dying are
shared universally by health-care professionals in spite
of the wide variation of beliefs and the typically strong
influence of religion and cultural background. But these
attitudes may differ markedly from those held by patients
and their families.

Cultural demographics are changing dramatically in this
country. The trends in growth and concentration indicate
aneed for greater awareness and sensitivity to the cultural

84
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needs of ethnic minorities, especially in geographic areas
where expansion has been greatest. Using as an example
one midwestern state, the population of Missouri in-
creased from 5,117,073 in 1990 to 5,595,211 in 2000. Overall,
Missouri’s population grew by 9.34 percent, but central
Missouri’s grew by 14.57 percent. The African American
population grew by 14.1 percent in the state, and was up
33.46 percent in central Missouri. Missouri’s Hispanic
population nearly doubled, increasing by 168 percent in
the central corridor of the state. Though Hispanics com-
prise only 2.1 percent of Missouri’s population, many
areas of the state are densely populated due to cultural
cohesiveness. In Saline County, for instance, 4.4 percent of
the population is Hispanic. Asians and Native Americans
make up 1.4 percent and 1.1 percent of Missouri’s popula-
tion, respectively, but there are some areas where the Asian
population is more concentrated. In Boone County, Asians
comprise 3 percent of the population.® These numbers
indicate that cultural diversity is not coming to Missouri
—it is already there. Similar cultural demographic shifts
are occurring in other states.

With these increases in minority populations, the urgen-
cy of considering the variability of beliefs and values among
patients who are dying has never been more pressing. The
task of this chapter is to review the cultural perspectives
that influence decisions at the end of life and to encour-
age clinicians to be sensitive to these influences. The risk
of misunderstanding can be minimized by gaining aware-
ness that cultural influences exist, learning about these in-
fluences, responding to these differences respectfully, and
taking into account the values and beliefs of each individual
patient. On the other side of the coin, cultural stereotyping
can be disruptive, and consideration of this potential source
of conflict reemphasizes the importance of being patient
centered and maintaining good communication when deal-
ing with end-of-life issues.
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The Historical Context of Death

The ideal of helping people to “die well,” with the focus
on relieving pain and suffering, occupied the core of medi-
cal moral discourse for over two thousand years.* Death in
most societies was an accepted part of life and was often
welcomed as a means of escape from suffering. But the
expectancy that life will lead to death has been blurred by
the modern advancement of medical science. The ability to
postpone death through repeated medical interventions has
created unreasonable expectations of longevity, regardless
of the disease, severity of illness, or prognosis. An ethical
paradox has resulted. The societal emphasis on cure rather
than care, and the medical emphasis on continued interven-
tion and treatment, has led to fear by many patients that
they will suffer needlessly at the end of life.* Today, people
live longer, and at least 70 percent of Americans die in hospi-
tals or other institutions, rather than at home.® Many spend
their last days on life support and in critical-care settings
despite their own health-care directives to the contrary.”

Death, once an inevitable and accepted partner of life,
has become the enemy and is only “reluctantly admitted
into the realm of medicine” as the most imposing barrier
to achieving a longer life and an improved quality of life.
Induced by their fear of medical entrapment, patients are
now asking for more information and demanding greater
control over health-care decisions while they are still able to
speak for themselves.

Discussions about end-of-life care topics, such as limit-
ing treatment and the use of health-care directives, are
now expected. Patients and families across all cultures are
concerned and more aware of other options for terminally
ill patients, such as palliative care and hospice. Physicians
should be sensitive to the influences of cultural background
when these issues arise, and recognize that verbal and writ-
ten health-care directives reflect core values of patients as
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tempered by their cultural heritage. Physicians should also
be sensitive to the influence that their own cultural back-
ground has on decision making and the advice that they
give to patients during terminal illness.

In some ethnic groups, discussions about limiting treat-
ment and assisted suicide tend to be avoided for reasons
that are not always clear. For instance, African American
patients are more likely to desire life-sustaining treatments
and less likely to complete health-care directives or pursue
palliative-care options than white patients. This tendency is
not necessarily related to lack of trust or fear of inadequate
medical treatment.’

Communicating about Death and Advance Directives

The enthronement of autonomy as the guiding ethi-
cal principle for health care is felt by some to be the most
important achievement of the North American bioethics
movement that began in the early 1970s.° Advance direc-
tives and full disclosure about prognosis are direct descen-
dants of the principle of autonomy insofar as these forms
of communication theoretically represent discussions about
personal values, wishes, and expectations regarding deci-
sions at the end of life. The United States has vigorously em-
braced a focus on individual autonomy and the use of both
written and verbal advance directives that provide clear
and convincing evidence as to patients” wishes when they
are unable to speak for themselves." Legal requirements
for the implementation of health-care directives were pro-
vided in 1990 with Cruzan v. Director, Missouri Department of
Health, the first “right to die” case to reach the United States
Supreme Court, in which the state was ultimately allowed
to remove a feeding tube from twenty-five-year-old Nancy
Cruzan, who was in a persistent vegetative state following
head trauma from a car accident. In response to Cruzan, the
United States Congress passed the Patient Self-Determination
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Act in 1991 requiring all federally funded health entities to
inquire about health-care directives with every patient.?
Such aggressive application of autonomy has not been the
rule worldwide, however.

Asian, European, and Middle Eastern cultures have been
less focused on informing patients about prognosis and
encouraging personal choice at the end of life. These soci-
eties tend to favor dignified death, which they encourage
through open discussion, but they have not ratified the use
of advance directives in statute or regulation.”

In Japan, decisions are based on a paternalistic model
whereby the physician directs care and informs the family
but not the patient. Not directly informing the patient is felt
to be in “the best interest of the patient” because knowing
the prognosis would add to the suffering of the dying per-
son. Asian families often take this kind of protective role in
decision making, though their doing so cannot always be
assumed since families will differ in their approach to these
difficult periods.

The European genocide of the 1930s influenced much of
the debate regarding end-of-life issues in Europe and the
United States because of the greater awareness of suffering
and death. In Germany, living wills and decisions by proxy
are now recognized, though their implementation has not
been legally ratified. Advance directives tend to be accept-
ed, but they are viewed as guidelines that endorse patient
choice. The expectation is that the physician will make the
ultimate decisions.

Discussing end-of-life issues and advance directives ef-
fectively with patients and families requires physician sen-
sitivity to their beliefs regarding disclosure of information
to patients about their diseases and careful assessment of
patients’ expectations about life-sustaining interventions
and about what mechanism is going to be used to make that
decision. Though rarely used outside of the United States,
written advance directives appear to make a significant dif-
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ference in decision making at the end of life regardless of
the cultural milieu. Patients at the end of life are more likely
to undergo treatment in Asia, Europe, and the Middle East
than in the United States. Interestingly, physicians from all
countries have been willing to forgo these treatments if spe-
cific advance directives are in place.

Physicians should also take into account their own be-
liefs if they are very different from those of a patient. If
ideological differences exist, this disconnect may disrupt
the physician-patient relationship and cause a breakdown
in communication, limiting the physician’s ability to dis-
close certain information or to assist the patient and family
in end-of-life planning. Should disruption in the relation-
ship be imminent, referral to a different provider ought to
be considered.

Autonomy and Assisting Death

Euthanasia is a merciful act that directly or indirectly
causes the death of a suffering person. The intention is to
end suffering, and the method chosen is as painless as pos-
sible. Assisted suicide is the prescribing of medication or
otherwise providing a means by which a patient can take
his or her own life. Though the Hippocratic oath proscribes
any form of “mercy killing,” the moral arguments for direct
voluntary euthanasia and physician-assisted suicide (PAS)
have become increasingly vigorous worldwide, carried for-
ward by the autonomy movement that began in the United
States in the 1970s.

A popular argument defending these practices is that
it is a beneficent and compassionate thing to do for suf-
fering patients. Equally compelling is the argument that
dying patients have the right to choose when and where
they will die. Physicians’ respect for this choice preserves
dignity by enabling personal control after patients become
incapacitated.
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A countervailing argument is that allowing (or requir-
ing) a physician to take life is in violation of professional
standards and will undermine trust at a crucial time in the
patient-physician relationship. Others fear that social accep-
tance of euthanasia and PAS will diminish the intrinsic value
of life and ultimately lead to the slippery slope of involun-
tary euthanasia for incompetent persons who are believed to
be suffering or otherwise existing in a life not worth living.
It is feared that choosing death may become too easy when
other options for treatment and care remain viable.

In the United States, public and professional sentiments
lean in favor of legalizing PAS. In the 1990s, 60 percent of
physicians and nearly 70 percent of the public surveyed
favored legalization of PAS.* Though a majority of termi-
nally ill patients surveyed support legalization, only about
11 percent reported that they would seriously consider
PAS for themselves, and about half of these later changed
their minds, suggesting considerable ambivalence.”® With
increasing public pressure, five U.S. states have introduced
public referenda on whether to allow PAS under specific
conditions. Thus far, only Oregon and Washington have
been successful in passing such a statewide referendum. On
November 5, 2008, the state of Washington voted to allow
legal assisted suicide based on the Oregon model. Oregon’s
Death with Dignity Act was passed in 1994 and became the
first law anywhere in the world to legalize physician-assist-
ed suicide.® In the first six years following that legalization,
forty-two terminally ill patients died as a result of assisted
suicide in Oregon.” The primary reasons given for request-
ing assistance were not fear of pain or physical suffering,
but fear of losing control of bodily functions and the sense
of autonomy.

Other societies have decriminalized these activities. On
November 28, 2000, the Lower House of the Dutch Parlia-
ment, by a vote of 104-40, approved a bill to legalize eutha-
nasia and physician-assisted suicide.’® Though technically
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illegal only in 2000, euthanasia and PAS had been tolerated
and practiced openly in the Netherlands for over twenty
years before that, to the extent that in 1987 the Royal Dutch
Association of Pharmacy had issued guidelines on the use
and preparation of drugs for euthanasia.” By 1999, more
than two thousand deaths were being reported annually in
the Netherlands resulting from euthanasia and PAS, though
some believe that many more such deaths have occurred
but have gone unreported.?

Other Western societies have also allowed such practices.
In May 1995, the Northern Territory of Australia legalized
euthanasia, but the law was overridden within a year by
the national parliament.?® Withholding or withdrawing
treatment for terminally ill patients is allowed in European
countries; however, active euthanasia or assisted suicide is
discouraged or forbidden in most. Switzerland is unique in
that assisted suicide is illegal there only when the assisting
person stands to gain personally.??

It is estimated that voluntary euthanasia occurs in twelve
out of the forty-nine countries affiliated with the Internation-
al Association for Suicide Prevention (IASP), although these
acts are illegal in all. Concern for these findings prompted
the TASP to investigate, and it discovered that over 20 per-
cent of patients admitted to hospice care in Ireland have a
positive attitude toward euthanasia. Not surprisingly, the
majority of these patients (sixteen of twenty-two examined
in one study) were found to be clinically depressed or anx-
ious, which shows the relevance of psychological factors’
influence on end-of-life decisions.”

Asian cultures are less inclined to promote patient choice,
instead honoring the established authority of the physician,
which is in marked contrast to Western opinions. The Japa-
nese view death as “incorporation with nature and return to
nature,” and they believe in allowing death to occur at “Na-
ture’s hand.”* Though suicide may be accepted as a personal
choice, assisting or otherwise hastening death for someone
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with terminal illness is not consistent with the Asian belief
that death comes naturally and in its own time.

With noted exceptions, the active and intentional end-
ing of life is legally prohibited across Asia, the Middle East,
Europe, and North America. Where it is legally permitted,
however, actively assisting death is common. As many as
45 percent of Dutch physicians report that, with parental
consent, they sometimes allow infants to die or actively as-
sist their death when further treatment is felt to be futile.”
Up to 25 percent of Dutch physicians admitted to euthaniz-
ing incompetent adult patients without their consent when
treatment was clearly no longer indicated or effective.”

The debate about assisting death for terminally ill patients
may be irreconcilable because the public demand for eu-
thanasia services is in conflict with professional standards,
even though most physicians favor legalizing PAS; and it
is confronted by political resistance to legalization in most
countries. But people, though culturally diverse, tend to
share a common wish to avoid suffering and loss of control
that is often greater than their fear of death. Awareness and
sensitivity to the psychological factors that tend to encourage
requests for euthanasia or assisted suicide will prepare the
physician to respond when these requests are made.

Limiting Treatment

Although intentional ending of life is usually not sanc-
tioned, when considering limiting futile treatment, there
is general cross-cultural consensus that overly aggressive
nonindicated treatment should be discouraged.?” Patients
and families of Asian descent tend to desire more aggres-
sive treatment if patient preferences are not clear. When
death is imminent, however, Asians encourage aggressive
palliative care. In Japan, patients tend to expect physicians
to intervene paternalistically to prolong life beyond what
physicians in North America and Europe might do, but
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Japanese physicians will also act aggressively to optimize
comfort measures when it is clear that death is imminent.?

In general, there tends to be cross-cultural agreement
on decisions not to force oral or intravenous fluid on dying
patients, to restrict unnecessary diagnostic procedures, to
emphasize hospice care, and to use advance directives.”
However, the treatment of incompetent elderly patients
varies widely and warrants comment. One study exam-
ined medical treatment of incompetent elderly patients
with life-threatening, but not necessarily terminal, illness
in seven countries and found considerable variability of at-
titudes and behavior. Up to 40 percent of physicians chose
a level of care different from what had been requested by
the patient, and 10 percent would have tried CPR despite
a “do not resuscitate” request. South American and United
States physicians were found to be most aggressive with
treatment decisions, while Australian physicians tended
to be more conservative, respecting patient requests to
limit treatment.*® These findings support other studies
that show conflicting attitudes in the care of critically ill
elderly patients with dementia.

Inconsistent attitudes about end-of-life care may exist
between ethnic groups within American society as well.
African American patients tend to place a higher value on
longevity and tend to request more life-sustaining treat-
ments than white patients. African American physician
attitudes follow the same pattern, bringing into question
whether socioeconomic status, lack of familiarity with
treatments, or lack of trust account for the difference.’® The
reason for this difference in attitude is unclear, but the his-
torical lack of trust in this demographic must still be consid-
ered as a factor, as well as the tendency for strong religious
preferences in the African American population.

The differences in opinion about treating patients with
critical or terminal illness underscore the difficulty that plu-
ralistic societies have in defining futility of treatment and
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quality of life. The moral algorithm of Edmund Pellegrino is
useful in defining futility when the limitation or withdrawal
of treatment is being considered. (See Chapter 10, “The Path
Ahead: Difficult Lessons for Physicians and Society,” for
further discussion of Pellegrino’s futility algorithm.) When
there is a disproportionate relationship between the burden
of further treatment and the relative sum of therapeutic ef-
fectiveness and the presumed benefits to be derived, life
support may and perhaps should be withdrawn.*> Though
it is up to the clinician to determine clinical effectiveness
of the treatments being considered, only the patient can ul-
timately determine the perceived benefits and burdens of
such treatment relevant to their his or her life plan, values,
and beliefs. Decisions about futility and limiting treatment
are unique to each clinical encounter and must be individu-
alized, taking into account the moral beliefs and cultural
background of each patient.

Evaluating Cultural Influence

It is very important for health-care providers to avoid
cultural stereotyping when assessing the potential influ-
ence that cultural background is having on patients and
their families during end-of-life discussions. Though core
values and beliefs may be influenced by cultural origin,
how those core beliefs are developed individually must be
acknowledged in order to build trust and enable open com-
munication. Physicians can use knowledge about particular
cultural beliefs, values, and practices to respectfully recog-
nize a person’s identity and to assess the degree to which
a specific patient and family might adhere to their cultural
background. One tool suggested to enhance the usefulness
of this dialogue is for physicians to consciously evalu-
ate five things: patients’ and families’ attitudes, beliefs,
context, decision making, and environment (“ABCDE”).*
The purpose of this mnemonic device is to help physicians
avoid the dual pitfalls of cultural ignorance and cultural
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stereotyping. This assessment can also serve to identify
potential areas of conflict and opportunities for negotia-
tion should conflict occur.®

Conclusion

Cultural origins of belief shape individuals’ perception of
the meanings of illness, suffering, and death. This holds true
for health-care providers as well as patients. As ethnicand cul-
tural diversity become more prominent, there will be greater
risk for cross-cultural misunderstanding and communication
breakdown when engaging in end-of-life discussions. It is
therefore increasingly important that health-care providers be
able to assess the influence that cultural beliefs have on patient
attitudes, and that they communicate effectively about these
issues. Assessing cultural influence will help to minimize the
risk of cultural stereotyping as well as cultural ignorance, and
may prevent miscommunication about unwanted and poten-
tially harmful treatment at the end of life.

Though modern medical advancements have blurred
the traditional acceptance of death as being a natural part
of life, since the 1970s physicians and health-care systems
in all cultures have identified the importance of respecting
the wishes of the patient and tend to promote palliative
care and the limitation of unnecessary treatments at the
end of life. Asian, Hispanic, Middle Eastern, and African
American patients often expect more aggressive treatment
than white people at the end of life, but they typically share
in the belief that palliative care and limiting treatment are
desirable when the patient’s wishes are clearly known and
when death is clearly imminent.

Notes
1. Caralis P, Davis B, Wright K, et al. The influence of ethnicity and

race on attitudes toward advance directives, life-prolonging treat-
ments, and euthanasia. | Clin Ethics. 1993;4(2):155-165.



9% Care of the Dying Patient

2. Voltz R, Akabayashi A, Reese C, et al. Attitudes of healthcare
professionals toward clinical decisions in palliative care: A cross-cul-
tural comparison. | Clin Ethics. 1999;10(4):309-315.

3. U.S. Census Bureau, Census 2000.

4. Etziony M. The Physician’s Creed: An Anthology of Medical Prayers,
Oaths, and Codes of Ethics Written and Recited by Medical Practitioners
through the Ages. Springfield, IL: Charles C. Thomas; 1973.

5. The SUPPORT Principal Investigators. A controlled trial to
improve care for seriously ill hospitalized patients: The Study to
Understand Prognosis and Preferences for Outcomes and Risks of
Treatments (SUPPORT). JAMA. 1995;274(20):1591-1598.

6. Lyons J. Boomers begin looking beyond the good life to the
“good death.” Wall Street Journal. February 25, 2000.

7. The SUPPORT Principal Investigators. A controlled trial to
improve care for seriously ill hospitalized patients: The Study to
Understand Prognosis and Preferences for Outcomes and Risks of
Treatments (SUPPORT). JAMA. 1995;274(20):1591-1598.

8. Callahan D. Pursuing a peaceful death. Hastings Center Report.
1993;(July-August):33-38.

9. Mckinley E, Garrett J, Evans A, and Danis M. Differences in
end-of-life decision making among black and white ambulatory can-
cer patients. | Gen Intern Med. 1996;11:651-656.

10. Sanchez-Gonzalez MA. Advance directives outside the USA: Are
they the best solution everywhere? Theoretical Med. 1997;18:283-301.

11. Lynn J, Teno ], Dresser R, et al. Dementia and advance-care
planning: Perspectives from three countries on ethics and epidemiol-
ogy. ] Clin Ethics. 1999;10(4):271-285.

12. Cruzan v. Director, Department of Health, 110 S. Ct. 284 (1990);
Omnibus Reconciliation Act of 1990 (OBRA-90), Pub. L. 101-508, sec.
4206 and 4751 (Medicare and Medicaid, respectively).

13. Sanchez-Gonzalez MA. Advance directives outside the USA: Are
they the best solution everywhere? Theoretical Med. 1997,18:283-301.

14. Bachman J, Alcser K, Doukas D, et al. Attitudes of Michigan
physicians and the public toward legalizing physician-assisted sui-
cide and voluntary euthanasia. NEJM. 1996;334(5):303-309; Blendon
R. Should physicians aid their patients in dying? The public perspec-
tive. JAMA. 1992;267(19):2658-2662.



Culture Sensitivity in End-of-Life Discussions 97

15. Emanuel E, Fairclough D, Emanuel L. Attitudes and desires re-
lated to euthanasia and physician-assisted suicide among terminally
ill patients and their caregivers. JAMA. 2000;284(19):2460-2468.

16. Oregon Death with Dignity Act, ballot measure no. 16 (Novem-
ber 8, 1994): Revised Statute 127.800-995 (1995).

17. Ganzini L, Lee M, Schmidt T, et al. Physicians’ experiences
with the Oregon Death with Dignity Act. NEJM. 2000;342(8):557-563.

18. Associated Press. Dutch Parliament legalizes euthanasia. New
York Times. November 28, 2000.

19. Groenewoud J, van der Heide A, Onwauteaka-Philipsen B, et
al. Clinical problems with the performance of euthanasia and physi-
cian assisted suicide in the Netherlands. NEJM. 2000;342(8):551-556.

20. Richburg K. Netherlands move to legalize assisted suicide.
Washington Post. November 28, 2000.

21. Phillips P. Views of assisted suicide from several nations.
JAMA. 1997;278(12):969-970.

22. Kelleher M, et al. IASP Task Force on Euthanasia and Assisted
Suicide. Crisis. 1995;16(3):111-115, 120.

23. Kelleher M, et al. Euthanasia and the terminally ill: Can the
civil killing of others be eroded? Crisis. 1998;9(3):116-118.

24. Ishiwata R, Sakai A. The physician-patient relationship and
medical ethics in Japan. Cambridge Quarterly of Healthcare Ethics.
1994;3:60-66.

25. Van der Heide A, van der Maas P, van der Wal G, et al. Medical
end-of-life decisions made for neonates and infants in the Nether-
lands. Lancet. 1997;350:251-255.

26. Hendin H, Rutenfraus C, Zylicz Z, et al. Physician-assisted
suicide and euthanasia in the Netherlands: Lessons from the Dutch.
JAMA. 1997;277(21):1720-1722.

27. McHaffe H, Cuttini M, Brélz-Voit G, et al. Withholding/with-
drawing treatment from neonates: Legislation and official guidelines
across Europe. | Med Ethics. 1999;25:440-446.

28. Ishiwata R, Sakai A. The physician-patient relationship and medi-
cal ethics in Japan. Cambridge Quarterly of Healthcare Ethics. 1994;3:60—66.

29. Voltz R, Akabayashi A, Reese C, et al. Attitudes of healthcare
professionals toward clinical decisions in palliative care: A cross-cul-
tural comparison. | Clin Ethics. 1999;10(4):309-315.



98 Care of the Dying Patient

30. Alemayehu E, Molloy W, Guyatt G, et al. Variability in physi-
cians’ decisions on caring for chronically ill elderly patients: An in-
ternational study. Canadian Med Assoc J. 1991;144(9):1133-1138.

31. Mebane E, Oman R, Kroonen L, Goldstein M. The influence
of physician race, age, and gender on physician attitudes toward ad-
vance care directives and preferences for end of life decision making.
] Am Geriatr Soc. 1999;47:579-591.

32. Pellegrino E. Decisions to withdraw life-sustaining treatment:
A moral algorithm. JAMA. 2000;283(8):1065-1067.

33. Kagawa-Singer M, Blackhall L. Negotiating cross-cultural
issues at the end of life: “You got to go where he lives.” JAMA.
2001;286(23):2993-3001.

34. Koenig B, Gates-Williams ]. Understanding cultural differences
in caring for dying patients. Western Med ]. 1995;163:244-249.



Part 3

Psychological and
Spiritual Needs






8

Redefining Hope for the Terminally Il
Debra Parker Oliver

Those who have the strength and love to sit with a dying
patient in the silence that goes beyond words will know that
this moment is neither frightening nor painful, but a peaceful
cessation of the functioning of the body. Watching a peaceful
death of a human being reminds us of a falling star: one of
the million lights in a vast sky that flares up for a brief mo-
ment only to disappear into the endless night forever. To be a
therapist to a dying patient makes us aware of the uniqueness
of each individual in this vast sea of humanity.

—Elisabeth Kiibler-Ross, “Therapy with the Terminally I11"!

Although Kiibler-Ross recognized the peace that comes
to the dying and the rewards experienced by those working
with them, society still struggles to understand how any-
thing positive can be experienced once death is imminent.
American culture does not believe hope is possible for those
who know they are dying. Family members and significant
others worry that the dying will give up all hope if they
know they are on the verge of death. Professionals under-
stand the importance of hope, but do not always under-
stand how to help the dying find it in the light of impending
death. In this essay I will identify the opportunities that
exist for the redefining of hope for the terminally ill. This
essay recognizes that hope is entrenched in meaning, and
meaning is socially constructed, so there is an opportunity

101



102 (are of the Dying Patient

for caregivers to assist the dying in finding peace and expe-
riencing the brightness that radiates before a star falls.
Every day in every community, people die. Death is
the natural end of life; it happens to every person and is
unavoidable, yet it remains a taboo subject. Americans, in
particular, hesitate to acknowledge aging and are certainly
reluctant about consciously facing this inevitable outcome.
They do not face it well. Medical institutions, the places in
which most people do their dying, often fail in managing the
dying experience. Worse, with regard to end-of-life issues,
medical practices are in conflict with societal desires and
values. The hospice movement, an alternative to traditional
medical approaches to care for the dying, was the first ef-
fort to recognize death as natural and hope as independent
from cure. Hospice redefines hope for the terminally ill.

What Is Hope?

Hope is a word used often. Yet the definition is not con-
clusive and rarely operationalized. As it is generally used
in medicine, it refers to a desire for cure or the elimination
of disease. Professionals dedicated to palliative medicine,
on the other hand, realize that hope is more than cure.
Charles Corr makes a distinction between hope and a wish.
He notes that the former is critical to spiritual peace and
coping during the dying process, and it is grounded in
reality, but wishing is not.> Deborah Mitchell offers the
definition that hope is not a belief that something will go
well, but rather a belief that whatever happens will make
sense, no matter how it turns out.?

Authors C. Fanslow-Brunjes, P. E. Schneider, and L. H.
Kimmel define hope, for the dying person, as “an inner
dynamic life force that helps each dying person live life
until the moment of death. It can take many forms—hope
for a cure, to see one more Christmas, to live through
the night” Depending on the goals of the patient, these
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authors suggest that hope involves four stages or phases:
hope for cure, for treatment, for the prolongation of life,
and finally, for a peaceful death.* This would suggest that
we must acknowledge its dynamic and ever-changing
focus for each individual. Thus, hope can be changed, re-
aligned, refocused, and redefined.

Hope is defined here as a positive expectation for mean-
ing attached to life events. This definition acknowledges a
positive ideology, nullifying the idea of “false hope.” Wheth-
er what is hoped for can actually be achieved is irrelevant.
Hope lies in meaning that is attached to life, not in events
themselves. This recognizes that individuals can shape
their hopes by finding new meanings for living. It allows
a form of control over events in life that feel uncontrollable
and gives purpose, allowing individuals to be active par-
ticipants in the social world rather than passive recipients of
life events, vulnerable to others’ definitions and meanings.
Thus, as long as there is meaning, there is hope. The key to
hope lies in meaning, not in life events. The process of dy-
ing is an opportunity to discover new meanings, not a dark
death sentence, void of meaning and value.

Death in America is seen as unnatural, and it is often
viewed as the enemy of medicine. America is a “death-
denying” culture.® In 1963, Herman Feifel reported that
“death is a taboo subject in the United States, surrounded
by disapproval and shame. . . . [I[llness and death are
considered not just bad fortune but imply overtones of
personal failure and loss of status and identity.”® The goal
has been to fight death at all costs. As a result, the lines
between life and death have become blurred. Ethical and
legal dilemmas have pushed Americans to rethink the
goals of medicine. Longer life spans and the war against
disease and death have led us to reframe living, to real-
ize that life at all costs may not be life worth living at all.
Hope must be found elsewhere, in quality of living rather
than in living longer.
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The Innovation of Hospice

Until recently, the place within medicine that embraced
death and focused on helping those in need near the end
of life was hospice. In the United Kingdom, hospice is an
actual place, a residence where the dying reside. When hos-
pice came to the United States, it was taken as a concept and
philosophy rather than a place. In this country, most hospice
care occurs in the home of an individual. This home may
be a personal residence or an institution, such as a nursing
home. While a few hospice houses have been built in the
United States, the majority of care remains in individual
homes. Hospice in the United States is a philosophy of care
and is delivered by a group of interdisciplinary profession-
als and volunteers. It is delivered wherever a patient lives.
The hospice philosophy is one that focuses on living until
death, on comfort rather than cure.

Hospice care grew as a direct response to the impersonal
nature of traditional medicine. Hospice innovators real-
ized that no matter how great medical technology, dying
and death are certainties and there is a need to assist those
making the journey between life and death. Hospice practi-
tioners devoted their careers to helping the dying. Initially,
traditional medical practitioners thought the hospice inno-
vators must be somewhat crazy, laughing at their existential
focus, critical of their commitment to pain relief and symp-
tom management. They viewed hospice as “anti-physician.”
Medical representatives voiced strong opposition to it dur-
ing congressional hearings in the 1980s on the Medicare
hospice benefit. The medical community’s reaction after the
passage of the legislation was to ignore hospice, hoping for
legislative reversal or public apathy.” Despite this lack of
support, the work and mission of hospice grew.

Kiibler-Ross, in her book On Death and Dying (1969), laid
the groundwork for the development of hospice care. Her
work provided a psychological-stage theory of the dying
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experience that created an understanding of the unique
needs of those going through it. Her labeling of the five
stages of grief (denial, bargaining, anger, depression, ac-
ceptance) built the foundation for all future discussions on
grief. She showed that we could talk to the dying and learn
from them. She pointed out the therapeutic effects of talk-
ing about feelings and provided insight into how to do it.
Kiibler-Ross was one of the first to identify universal
concerns of the dying. She found that unfinished business
and lack of hope were issues common among all those she
counseled. These concerns challenged hospice to add psy-
chosocial needs of patients to the important goals of pain
and symptom management. Although unintentionally, she
articulated the mission of hospice when she wrote,

I would add that we should not “give up” on any patient,
terminal or not terminal. It is the one who is beyond medical
help who needs as much if not more care than the one who can
look forward to another discharge. If we give up on such a pa-
tient, he may give up himself and further medical help may be
forthcoming too late because he lacks the readiness and spirit
to “make it once more.” It is far more important to say, “to my
knowledge I have done everything I can to help you. I will con-
tinue, however, to keep you as comfortable as possible.” Such
a patient will keep his glimpse of hope and continue to regard
his physician as a friend who will stick it out to the end. He will
not feel deserted or abandoned the moment the doctor regards
him as beyond the possibility of a cure.?

Kiibler-Ross affirmed what Feifel had suggested as early
as 1963: patients need to be told they are dying. Feifel identi-
fied numerous studies that showed that between 69 and 90
percent of physicians favored not telling terminal patients
that they are dying. Ironically, 77 to 89 percent of patients
have reported that they want to know.” Although there has
been a shift toward more truth telling by physicians, situa-
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tions of relatives being told and patients not, as well as situ-
ations of patients being left to guess the likely outcome for
themselves, are reported as still common today."” However,
medicine as a whole is beginning to become more enlight-
ened, with training programs on the communication of bad
news and a recognition of the importance of a more open
awareness of impending death."

A Paradigm Shift

Within the past few years, a new interest has emerged
in medicine regarding care for the dying. Legal cases
have gained national attention and have begged the ques-
tion, what is life? Physicians, trained in and committed
to sustaining life, have appeared in the news as working
to assist individuals in ending it. Studies have found that
Americans are not happy with how death occurs in this
country, and that medical professionals are not trained in
managing the care of the dying.”> The American Medical
Association initiated training programs for physicians, and
palliative medicine became a hot topic for discussion. As a
result, physicians began working to understand principles
of comfort as well as the practice of cure. Hospice profes-
sionals began to be recognized as experienced leaders in
the care of the dying and became accepted as colleagues in
mainstream medicine.

This new focus on end-of-life care is opening a public dis-
cussion as well. Bill and Judith Moyers’s Public Broadcast-
ing Service series On Our Own Terms: Moyers on Dying not
only gave people permission to talk about death, but also
encouraged people to work together to find ways to help the
dying."”® The subject of death and dying is “coming out of the
closet.” Medicine is ready to learn, and hospice practitioners
and others must start teaching. A starting point is helping
people understand that one of the most important things
that can be given in the face of death is hope.
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Hope is a topic in ethics literature, and it is an issue
shared by professionals and others interested in improving
care at the end of life.* However, while addressing problems
of hope in the light of death and the need to find ways to
help patients discover it, the literature is lacking in outlin-
ing ways for professionals to work at redefinitions. Hospice
professionals have been focused on this issue for years.

Hospice and the Redefinition of Hope

In the search for meaning, one can find hope. This im-
plies that the challenge for those working with the dying
is to help them discover meaning in the light of their dy-
ing. Hospice has been helping those who have been called
“hopeless” since its inception. How has hospice redefined
hope? What advice can be found in the practices of hospice
providers? How do they instill hope?

The first step in establishing meaning and holding a posi-
tive expectation for hope involves moving the patient from a
“sick role” to a “dying role.” This transition is an important
process in hospice care, and it occurs with the labeling of the
individual as a “hospice patient” and the hospice staff’s direc-
tion of what they call “the drama of dying.”*® This metaphor
of a drama comes from Erving Goffman’s sociological theory
referred to as the dramaturgical model.® Goffman’s idea is
that social reality is constructed within society, it lies in the
interaction between individuals and groups. The idea is that
reality is influenced by those involved and can be shaped
and reshaped as individuals interact and interpret the mean-
ings of these interactions. The theory uses the language of
the theater to describe the negotiation of meaning between
all actors and the audience. In this case, it refers to the way
in which hospice staff can help patients develop a new defi-
nition of their situation, a different meaning, and begin to
see something that many may see as hopeless instead as an
opportunity to find hope outside of cure and a longer life.
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Using the theater as a metaphor, hospice achieves a role
transition (from sick patient to dying patient) through the
use of props, management of the setting, and the creation
of a new reference group. Props might include a hospital
bed brought into the home, or perhaps a bedside commode
and such things as grab bars on the bathtub or special quilts
donated for the bed. Management of the setting may mean
turning what was once a living room into a room where the
patient sleeps. The staff will try to maintain the homelike
atmosphere but set things up to function and adapt to the
physical-care needs of the patient. Finally, the individuals
that the patient and family interact with suddenly include
all the hospice staff. These professionals who understand
the aspects of dying suddenly become like family as they are
coming in and out of the home almost daily, teaching family
how to manage the endless needs of a dying person. All of
these new activities and people set up new interactions for
the patient and family—referred to, using Goffman’s meta-
phor, as a “drama.” While not a real play with a script, it
becomes a dramatic adventure where interactions and day-
to-day life take on a theaterlike quality. New language and
meanings are negotiated, and a new reality is developed.

This does not infer that hope can be redefined only for those
labeled “hospice patient.” However, acceptance of the iden-
tity brings new expectations and creates a reference group to
assist in the reformulation of meanings. Hospice surrounds
the patient with people who acknowledge and value the new
identity, often protecting the dying person from those who
see the situation as meaningless and hopeless. Hospice plays
an important role by creating opportunities for the family to
participate in the drama, thus giving them new hope as well.
The challenge for other palliative-care practitioners is to cre-
ate a similar role and to provide a reference group to support
the drama and its resulting meanings.

The redefinition of hope begins with those surrounding
the patient: it is important not only for the patient, but for
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the health-care providers and family as well. One of the
successes of hospice is that, from the moment of the pa-
tient’s entrance, dying stands in direct contrast to previous
experiences, and thus new meanings and expectations are
instantly established. While sympathetic to the needs of the
patients, hospices do not present this situation as sad, but
rather as an opportunity, one with promise. Old meanings
attached to images of technologies, physician office visits,
and curative attempts to restore health are replaced with
images of comfort, family, choices, and decision making.
This honest, open discussion is most often met with relief
by patients and families as they realize they no longer must
participate in a drama where the patients are not fulfilling
their role, they are not “getting well.”

It is important that caregivers recognize that, as the fo-
cus of hope shifts, wishes for cure need not be eliminated.
Wishing and praying for a miracle cure need not be lost
when hope is directed toward comfort and dying well. Mira-
cles happen, and there is nothing wrong with wishing and
praying for them. However, people must be helped to move
on with their lives with new meanings that are not depen-
dent on miracle cures.

Finding Opportunities for New Hope, Meaning, and Purpose

An initial assessment of a dying person’s fears provides
an opportunity to discover hope. The two ideas, hope and
fear, are interconnected.” Identification of fears for the dy-
ing person and a discussion of them allow an opportunity
to assure the patient that his or her fears can be handled
and managed in such a way that the dying person has noth-
ing to fear. For example, if a person is fearful of pain, hope
will involve the successful management of pain. This can be
reinforced with promises by the physician (and nurses) to
address pain issues, provide education on the management
of care and medication, and to control pain. Likewise, if a pa-
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tient is fearful of approaching dependency, finding ways to
maintain independence and control can instill hope and help
overcome this concern. Meaning is found as fears are eased
through planning and education by the caregiving team.
Physicians can provide another opportunity for hope.
Deborah Mitchell suggests that they make three promises
to dying patients and families. First is the promise that pa-
tients do not have to die alone. In tamping down the fear of
abandonment, this assurance gives those around the patient
meaning for their participation in the drama and gives the pa-
tient meaning in continuing social relationships. The second
promise physicians can give is that no extraordinary means
will be used to prolong life. This acknowledges the impor-
tance of human interactions and touch in place of machines
and life-saving technology. Meaning shifts from one based
on quantity to one based on quality. Finally, Mitchell suggests
physicians can promise patients that they will be remem-
bered. This provides meaning for the life they have lived and
allows them to continue to have purpose by shaping those
memories in the time that still lies ahead.”® Believing that
one’s sense of self is not gone, but is still under construction,
allows patients a chance to reflect on who they are and how
they will be remembered. The creation of a legacy provides
important meaning during the dying process. These three
promises begin the process of helping dying people find new
meaning. Although any member of the caregiving team can
make these promises, the gift of them from a physician car-
ries additional credibility, legitimation, and validation.
Assistance with an inventory of key relationships pro-
vides yet another opportunity to establish new meaning
and purpose. Understanding and evaluating them can lead
patients to new goals and hopes. This sets an agenda for the
possible repair of broken or damaged relationships, as well
as control and management of them during the dying pro-
cess, and it formulates an inventory of unfinished business
to complete before death. Ira Byock notes that there are five
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things that need to be said to repair fractured relationships:
“Forgive me,” “I forgive you,” “Thank you,” “I love you,”
and “Good-bye.”"” Exploring opportunities to rebuild or en-
hance relationships gives life essential meaning, no matter
its length. Hope is connected to the interaction between in-
dividuals, rather than to future events. Hope becomes tied
to today, not tomorrow.

Assessment of an individual’s spiritual perceptions gives
hospice staff yet another opportunity for a discussion of
hope. Many spiritual belief systems hold hope of happiness
and peace for the patient and family. A promise of life after
death is an important one. Even without a history of align-
ment with a specific religious dogma, doctrine, or creed, a
dying person will usually enter a spiritual journey in a quest
for meaning during this unique phase of life. Spiritual issues
have been found to be the most common topic of discussion
among hospice patients.?* Spirituality offers the hope for
living on in the world through established legacies, memo-
ries, traditions, and rituals. These discussions, in fact, tie the
living to the dying, and the dying to those who have died
before them. A search for peace and understanding through
spirituality offers important opportunities for hope.

Often, the quest for hope is easily fulfilled simply by ask-
ing a dying person what they want most at this time and
creatively helping them find ways to achieve it. While travel
may be out of the question, other strategies can bring the
destination to the dying person. Perhaps the book they al-
ways thought they would write is no longer possible, but the
making of a video or audio tape to record their thoughts,
experiences, and knowledge might serve as a substitute.
Helping patients and families work toward the recognition
and achievement of goals builds hope and creates a way to
live until they die. And beyond that, the completion of these
goals may leave an important gift of hope behind for loved
ones as they search for meaning following the death of their
family member.
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An important task for those who work with the dying is
to understand the emotional needs of the dying person in
order to know what gives meaning to that individual. Once
we understand the source of meaning for an individual, we
have found the key to helping the person find hope as he or
she turns from cure to comfort. Asking the patient to talk
about what has given meaning in the past can help him or
her verbalize feelings that lead to meanings in the present
situation. Using past goals, achievements, or even frustra-
tions to find new opportunities is yet another strategy to
reframe meaning and hope.

Table 8.1 identifies possible intervention strategies that
may be explored by caregivers as they seek to help dy-
ing patients. It suggests ways to assess a dying person’s
system of meaning and to explore opportunities to assist
him or her in redefining hope from the past experience of
treatment toward cure to the current reality of impending
death. These assessment factors and intervention strate-
gies are outlined in an effort to assist those working with
the terminally ill in helping them find new meanings and
develop new coping skills.

Table 8.1. Summary of Intervention Stratégl'es
for Assisting the Dying to Redefine Hope

1. Surround dying patients with caregivers who can find opportunity and meaning in this
process.

2, Address the fears of dying patients by encouraging specific activities as part of care plans
designed to manage fears, educating them regarding these plans, and expressing &
commitment to fear management. |

3. Woaork with the physician to promise dying patients that they do not need to die alone, that
living will not be artificially prolonged, yet they will be kept comfortable, and that they will

_beremembered.

4. Work with patients on mending damaged relationships, saying good-bye, forgiving, and
expressing their feelings.

5. Utilize spiritual resources to facilitate the development of meaning and the creation or |
implementation of important rituals and traditions.

6. Work with dying patients to achieve their goals: ask them what they most want, and work
creatively toward helping them get it. |

7. Utilize past experiences and systems of meaning to understand values and reinfarce coplng
skills for patients.
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Conclusion

In concluding, hope—for the living or for the dying—is
an experience tied to meaning. Individuals interact with one
another to construct meaning. This interaction provides an
important opportunity to work with the dying and to help
them discover hope once cure for their disease is not feasi-
ble. We can assist patients by understanding and addressing
fears about their death, working with physicians to establish
new promises, surrounding the dying with hopeful support,
helping them take an inventory of relationships, tapping into
their spirituality, and allowing them a safe environment to
establish their own goals and meanings. We would do well
to remember the words of Victor Richards, who pointed out
that “the quantity and quality of care that a dying patient
receives are powerful adjuvants to the growth of hope, of
openness to whatever future may be his.”*
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9
Spirituality and End-of-Life Care

Scott E. Shannon and Paul Tatum

Prior to the modern medical era, spiritual issues were cen-
tral to care of the dying. During the fourth century AD,
hospices founded by religious orders for pilgrims and
travelers became centers to care for the sick. The core values
of these hospices are often attributed to the Gospel of Mat-
thew, chapter 25: “I was hungry and you gave me food, I
was thirsty and you gave me drink. I was a stranger and
you welcomed me. . . . I was sick and you visited me. . .. As
you did it to one of the least of these my brethren, you did
it to me.”

With the rise of modern medicine, the focus shifted from
treating symptoms to curing diseases, and secularization
separated the care of spiritual issues from medical care. In
reaction to the suffering of the dying that resulted from the
de-emphasis on symptom care and the prolongation of life
during attempts to cure disease, the modern hospice move-
ment arose. A key aspect of early modern hospices was the
spiritual care of the dying. St. Christopher’s, the landmark
hospice founded in South London by Dame Cicely Saunders,
still emphasizes the “religious foundation” of the hospice in
its Aim and Basis Statement.

The very purpose of palliative medicine is to ease suffer-
ing. Easing suffering means more than easing the physical
pain of disease. Palliation of the dying person’s suffering is
the easing of what Saunders called “total pain”—the combi-
nation of physical, psychological, social, and spiritual pain.!

115
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Thanks to the hospice movement, attending to a patient’s
spirituality has become increasingly recognized as a com-
ponent of good, holistic end-of-life care.

Spirituality Defined

Caregivers and authors of medical literature differ on
how to define spirituality. Much of the difficulty stems from
trying to define it in nonreligious terms in order to be in-
clusive. Though spirituality and religiosity have long been
viewed as distinct concepts even within religious circles,
spirituality has historically been defined in religious terms
that involve an immaterial component of human nature
and its relationship to a deity. In efforts to be more broadly
inclusive, most discussion of spirituality in the medical lit-
erature has viewed it simply as a human being’s search for
meaning. This definition may not be fully true to the origin
of the word and its past use. It has been, however, a prag-
matic definition for medicine in that it captures much of the
practical essence of traditional spirituality while not exclud-
ing the nonreligious or philosophical naturalist. In their
comprehensive work Handbook of Religion and Health, Harold
Koenig, Michael McCullough, and David Larson have pro-
posed a more nuanced definition of spirituality as distinct
from religion, yet acknowledging its common relationship
to religion. They define spirituality as “the personal quest
for understanding answers to ultimate questions about
life, about meaning, and about relationship to the sacred or
transcendent which may (or may not) lead to or arise from
the development of religious rituals and the formation of
community.”?

The Consensus Conference of Spiritual Care and Pal-
liative Medicine sponsored by the Archstone Foundation
recently published its report on spiritual care as a dimen-
sion of palliative care. The Consensus Conference defines
spirituality as “the aspect of humanity that refers to the way
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individuals seek and express meaning and purpose and the
way they experience their connectedness to the moment, to
self, to others, to nature, and to the significant or sacred.”

In concert with the medical literature, this essay will
use the simple definition of spirituality as “one’s personal
search for meaning,” recognizing as suggested by Koenig,
McCullough, and Larson that this often occurs within a re-
ligious context.

The Importance of Spirituality in Medical and End-of-Life Care

There is a rapidly growing body of medical literature re-
lating to the blending of religion and/or spirituality with
medicine. One clear message from this body of literature is
that patients in the United States consider religion and spiri-
tuality to be important in their lives and a part of how they
deal with their medical experiences. Examples can be drawn
from a wide array of medical disciplines. In a 1994 study of
family practice inpatients in North Carolina and Pennsylva-
nia, 94 percent agreed that spiritual health was as important
as physical health.* In 1997, a study of gynecological cancer
patients stated that 91 percent reported that religion helped
sustain their hopes, with 49 percent becoming more reli-
gious following their diagnoses.’ In a 1999 survey of pul-
monary clinic patients, 45 percent felt that their religious
beliefs would influence their medical decisions when grave-
ly ill, and of that group, nearly all felt that their physicians
should ask about their beliefs.® In a national survey of dying
veterans, their family or friends, along with physicians and
supporting health-care workers, patients appeared to value
spiritual concerns more highly than did physicians. The
patients specifically ranked “coming to peace with God” as
second only to pain control in importance at the end of life,
while physicians viewed it as much less important.” Based
on these and many other research findings, it is clear that
physicians seeking to practice patient-centered care should
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pay attention to the spiritual component of their patients’
experiences, especially in end-of-life care.

Another unmistakable message from the literature is that
religion and spirituality commonly provide people with
mechanisms for coping with illness. In their systematic re-
view, Koenig, McCullough, and Larson report on at least
sixty studies detailing that people use religion to cope with
a variety of diseases. They state that “in certain parts of the
United States, between one-third and one-half of patients
report that religion is the most important strategy used to
cope with the stress of medical illness and health problems.”
One of the groups for which these religious beliefs and prac-
tices are particularly important is the elderly. It has also been
noted that the amount of religious coping appears to increase
as the severity of illness or distress increases. Again, these re-
sults suggest that for physicians who want to adopt a patient-
centered approach to medical care, these coping mechanisms
warrant attention and respectful consideration, regardless of
their medical effects. As more and more studies reveal a ben-
eficial health effect associated with religiosity and spiritual-
ity many physicians feel justified in encouraging patients’
spiritual coping strategies, if care is taken not to impose or
prescribe their own beliefs.”

Despite the overwhelmingly positive assessment of the
influence of spirituality and religion on health in general, the
outcome of spiritual thinking may vary among individuals,
including producing negative effects for some. While many
studies have shown that more frequent church attendance
(even when controlled for other, confounding variables) is
predictive of lower mortality, there is now also evidence that
religious struggle during illness (feeling deserted by one’s
church or believing that God is punishing, abandoning, not
loving, or powerless to help) is predictive of higher mortality.!!
For this reason, Koenig suggests the following question as
part of a spiritual history: “Do your religious or spiritual be-
liefs provide comfort and support or do they cause stress?”'?
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For end-of-life care in particular, the belief in an afterlife
may serve as a source of peace for some patients, whereas
to others, the belief in a final judgment where one may face
“hellfire and brimstone” can be a source of dread. Some
may view death as a finality and struggle with a sense of
personal meaning, while others may view death as a step
in the process of rebirth or reincarnation. A review of the
studies of the relationship between religious involvement
and death anxiety shows that on the whole, more religiously
active people have lower levels of death anxiety, but the re-
lationship is complex and poorly understood.” The impor-
tant issue is that each patient may react to his or her beliefs
in a unique way, and the physician must address each case
individually.

In clinical practice, these spiritual issues may surface
in a number of different ways. Pain symptoms that do not
respond to appropriate therapy may suggest a coexisting
spiritual crisis. Depression symptoms suddenly occurring
for the first time in a patient may be related to spiritual is-
sues rather than an imbalance of dopamine and serotonin.
Sudden refusal of medication or care may also be related to
unresolved spiritual issues. An awareness of this possibil-
ity and the willingness to address such issues will prepare
a physician to provide better patient care. The Consensus
Conference of Spiritual Care and Palliative Medicine rec-
ommends that spiritual care be treated with the same intent
and urgency as treatment of pain or other medical problems
and that spirituality be considered a patient vital sign, with
appropriate screening for spiritual issues.

Spiritual Assessment

In end-of-life care, where questions about ultimate
meaning and individual hopes most often affect patients’
approaches to their care, it is paramount that physicians de-
velop a method of spiritual assessment. A spiritual history
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goes far beyond the hospital intake question about religious
affiliation. It is also more than what is usually covered in
psychosocial histories. The purpose of the spiritual history
is to help identify how a person pursues meaning in his or
her life and what underlying hopes he or she has for life. As
hope for a cure is relinquished near the end of life, a patient
may turn to other, equally important hopes. These might in-
clude achieving a sense of completion in relationships with
family, friends, or community; achieving a sense of mean-
ing about life in general; or “coming to peace with God,”
as reported in the study of dying veterans. Without some
understanding of these different hopes and meaningful
pursuits at the end of life, it is almost impossible to provide
patient-centered care. Not having this information requires
physicians to make many value assumptions about their pa-
tients’ lives, which can lead to serious misunderstandings
between patients and their physicians.

The spiritual assessment may be done by a nurse, social
worker, chaplain, or physician. In fact, it may often be done
by all members of the health-care team, and at repeated
intervals. Some initial spiritual assessment should be done
at the time of diagnosis of terminal illness or transition
into palliative care, but it is also important to reevaluate as
health status changes. The Consensus Conference recom-
mends that all patients receive a simple spiritual screening
at the point of entry into health care and follow-up assess-
ments with any change thereafter. The conference also rec-
ommends that formal spiritual assessments after screening
has identified a need should be done by a board-certified
chaplain. The chaplain should respond within twenty-four
hours, document the assessment, and communicate with
the referring provider.

There are a number of tools available that can assist a
caregiver in making a spiritual assessment.* The FICA
history is a popular tool that takes two to five minutes to
administer (see table 9.1). A nonjudgmental opening ques-
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tion like, do you consider yourself spiritual or religious?
shows that the physician does not have an agenda. The
four-question instrument CSI-MEMO is useful for explor-
ing spiritual sources of stress and comfort (see table 9.2).
Religious patients may respond to these questions with a
number of issues that they might not otherwise have dis-
cussed. For patients who consider themselves neither reli-
gious nor spiritual, this gives the opportunity to then ask
if there are some other aspects of life that are particularly
meaningful to them or for which they entertain some fu-
ture hopes. Though it may not be understood as spirituality,
many people do have meaningful aspects of their lives that
they hope medical care will be sensitive to.

Table 9.1. FICA, A Two-Minute Spiritual History
| FAITH
What is your faith or belief?
Do you consider vourse!f spiritual or religious?
What things do you believe in that give meamng to vuur life?
_lMPDRTANCE ar INFLUENCE
Is your faith important in your life?
How do your beliefs affect or influence your behavior or health?
| COMMURNITY
Are you part of a religious or spiritual community?
How is It important?
Who do you [ove or who |s important to you?
| ADDRESS
| How would you like me to address these issues in your care?
I Source: From Puchalski C. A smrltual hlsturv Supportive Voice, Summer 1999 5{3} 12-13.

Table 9.2. €51 MEMO l

|1 Do your religiousfsgirituaT beliefs provide Comfort, or are they a source of Stress? |
2 Do you have spiritual beliefs that might Influence your medical decisions?

13, Are you a MEMber of a religious or spiritual community, and {5 it supportive to you?

la. Do you have any Other spiritual needs that you would like sameane ta address? l

ESourte: Koenig HG, Chapter 1. Spirituality in Patient Core, 2 ad. Philadelphia: Templeton Foundatian
|Press; 2007.
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In order to conduct a helpful spiritual assessment, one
needs to maintain respect for a patient’s beliefs. Since many
answers to questions about meaning and ultimate hopes
in life are related to people’s religious feelings, a physician
or other caregiver should be comfortable listening to such
statements. This should be the case regardless of the differ-
ence between a physician’s and a patient’s beliefs. The pro-
cess of maintaining respect for another’s beliefs is facilitated
by a physician’s awareness of his or her own spiritual beliefs
or biases. Cultivating an attitude of “spiritual humility,” re-
gardless of how “enlightened, good, right, or wrong” one
believes his or her own or others” beliefs to be, also helps
maintain this respect. A patient who feels safe from being
judged is more likely to share his or her deepest hopes. This
provides caregivers the best opportunity to tailor their care
in a patient-centered manner and to avoid tensions that may
result from unrealized or differing goals.

The Difficulty of Discussing Spirituality

Despite patients’ desire to discuss spirituality with their
physicians, many physicians feel uncomfortable discussing
patients’ spiritual concerns with them, and often may avoid
such conversations.”® In a study of Missouri physicians,
doctors acknowledged the importance of spiritual issues,
but reported that they seldom engaged patients in conver-
sations about them."* Nationwide, fewer than 10 percent of
physicians routinely take a spiritual history.”

In the Missouri study, barriers to spiritual discussions
included lack of time, inadequate training for taking spiri-
tual histories, and difficulty in identifying patients who
want to discuss spiritual issues. Some physicians have
cited ethical concerns about integrating spiritual discus-
sions into practice; they fear being accused of evangelizing
by discussing spiritual issues. Factors that may prevent a
patient from discussing spirituality include the patient’s
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assumption that the physician does not have time, lack of
continuity or established relationship with the physician,
and the patient’s fear that it is improper to discuss spiritu-
ality with the physician.”

Despite the difficulties of having discussions about
spirituality, physicians may facilitate these discussions
in a number of ways. Expressing interest over time in the
person’s life may help develop rapport. Reinforcing the
importance of spiritual coping mechanisms shows that it
is safe to discuss these issues with the physician. Also, a
home visit or hospital bedside visit may be a particularly
meaningful time to discuss spiritual themes."” Approaching
these conversations in a sensitive manner, as one would any
other personal issue in the medical interview, should allevi-
ate most of the possible difficulties or pitfalls.

Intervention

Once a spiritual issue is identified, the physician may act
in a number of ways. In some cases, the physician may effec-
tively intervene simply by listening, conversing, and caring.
For more formal or extended interventions, a pastoral-care
referral may be important. The authors of the study that
notes a higher mortality in patients undergoing religious
struggle® speculate that physicians may have a salutary ef-
fect by referring people with such struggles to the services
of chaplains. When such patients refuse a chaplain’s in-
volvement, it may be possible for physicians to contribute to
their pursuit of peace of mind simply by listening to them
talk about their struggles without necessarily trying to fix
them.? Also, in the case of the imminently dying, where
there may not be time for a pastoral-care consult, the physi-
cian can still play an important role merely by listening to
spiritual concerns.

A physician can also enlist resources that are identified
in the spiritual history. To many, a local church community
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is an important resource. Involving the local community
in visitations and provision of communion or other rituals
may be important. Care should be taken to honor the spe-
cific patient’s needs. For example, in the case of a lifelong
agnostic who identifies herself as a naturalist, providing a
hospice room with a view to a garden may be an effective
intervention.

Prayer with patients, though controversial, is an area that
is clearly welcomed by some patients. In the previously cited
family practice inpatient study,** 48 percent of patients re-
sponded that they would like their physicians to pray with
them, while 28 percent found the prospect disagreeable.
Because of these varying desires, even most enthusiasts
for incorporating spirituality with medicine generally agree
that physicians should not prescribe prayer for patients, as
that may be coercive. Koenig suggests that physicians may
pray with patients when the following conditions are met:
a spiritual history has been taken; the patient is religious;
the patient requests prayer; the physician’s religious back-
ground is similar to the patient’s; and the situation calls for
prayer.”® Again, this would require an individual approach
that depends not only on the patient’s desires, but on the
physician’s comfort as well. Some providers may be uncom-
fortable with the situation or reluctant to participate, and
their position should be carefully respected.

Finally, physicians can play an important interventional
role by tailoring their care to facilitate patients’ being able
to accomplish some of their final meaningful tasks. As
stated previously, these might include achieving a sense of
completion in relationships with family, friends, or com-
munity; achieving a sense of meaning about life in general;
or “coming to peace with God.” Ira Byock, in a paper on the
nature of suffering in the context of dying well, discusses
these and other potential developmental landmarks and
tasks for the end of life.** If no such hopes have been iden-
tified because a patient is still focused on cure, a physician
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might also play an important role by helping a patient turn
from an unrealistic hope for ultimate cure toward setting
hopes on some of these potentially meaningful tasks at the
end of life.

Conclusion

Spirituality and spiritual suffering are of great impor-
tance in end-of-life care. The specter of mortality almost
universally causes people to raise questions and concerns
about the significance and meaning of their lives. In our
culture, where the reality of death has commonly been
avoided, removed, or sanitized from our regular flow of
life, questions about meaning and a transcendent power
in the face of death are apt to come with particular force,
as they may not have been deeply considered previously.
Even though the physician may not be able to adequately
resolve these issues, proper identification of spiritual issues,
respectful listening, and appropriate referral are essential
to good care at the end of life.
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The Path Ahead: Difficult Lessons for Physicians and Society
David A. Fleming

Identifying goals of treatment and expressing preferenc-
es through advance planning and documentation of it are
increasingly important for patients with terminal illness,
but accomplishing this is often difficult. This is particu-
larly true for caregivers and patients of advancing age, who
often resist participation in discussions about treatment
options when they become ill.! Health-care providers also
struggle with decisions in this arena. Considering limita-
tions in treatment for patients with advanced illness can
be anathema in a medical culture that strongly promotes
patient autonomy and encourages intervention even when
death seems imminent. Almost 60 percent of deaths in this
country occur in the hospital, and of these, 74 percent oc-
cur after decisions have been made to forgo life-prolonging
treatment;? 85 percent of all patients with cancer admitted
to the ICU die there.® Clearly, becoming proficient at mak-
ing decisions about care for dying patients is a primary area
of concern for many physicians.

Deciding when and how to stop treatment is not easy be-
cause there are many unknowns. Physicians’ prognoses of
death are notoriously inaccurate. In addition, patients are
frequently ambivalent about whether they want treatment
at the end of life.® Third, expressions of beliefs and values
may not occur at a time when they can be understood by
families, physicians, or others involved in patients’ care, or
before the ravages of illness and suffering begin to influence

128
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patients’ decisions. If possible, physicians should encourage
discussion with patients about end-of-life care at a time
when patients are not acutely ill and when they have the
time and capacity to participate effectively. The best time to
do this is typically in the outpatient setting during routine
follow-up rather than in the hospital during acute illness.
Caregivers are crucial to the care of patients with chronic
illness and become important participants in these discus-
sions because patients often defer to them.® Family mem-
bers and significant others typically assume this caregiver
role and represent patients to the health-care team and par-
ticipate in the coordination of care. However, caregivers’
awareness of treatment preferences and what is important
to patients may be unclear if timely discussions have not
occurred prior to the loss of decision-making capacity in pa-
tients. Caregivers who are conflicted or unsure may become
frustrated and distressed when decisions must be made for
their patients. Even when written or verbal health-care di-
rectives exist, they are often difficult to interpret and may
not pertain to the clinical circumstances. This frequently
leads to further confusion and ambivalence for caregivers
and providers who must ultimately decide for patients.
Family discussions when patients have sound health and
decision-making capacity encourage clarity in directives
about treatment goals and the conditions of living that are
acceptable or unacceptable to patients as they near death.
Physicians may have beliefs about limiting treatment that
conflict with patients” and caregivers’ beliefs. Physicians’
beliefs cannot be avoided and should not be abandoned;
however, respect for patient autonomy obligates physicians
to prioritize the preferences and welfare of their patients.
If doing so requires violating personal moral dictates, then
alternatives must be sought to protect both physician and
patient. Medical training encourages objectivism and a
prudent level of detachment to encourage unbiased clinical
judgment, but physicians cannot totally buffer themselves
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from personal feelings while in the midst of ethical dilemmas.
A successful and ethically grounded physician-patient
relationship is bolstered by good communication and
shared decision making, which requires careful balancing
of the values and beliefs of both parties.

In this chapter I will reflect on three important and
broad domains of end-of-life care that may challenge the
autonomy and beliefs of physicians as well as patients, and
at times place them in conflict. First is a discussion on the
use of health-care directives in identifying patient prefer-
ences; second, I will redefine futility as a useful concept in
the modern paradigm of health care; and third, I will em-
phasize the importance of spirituality in the realm of health
care. In each domain the subtle impact of personal belief
is unavoidable and may influence the way information is
conveyed to patients and how their care is delivered.

Health-Care Directives

An advance directive is a written document that tells what
a person wants or does not want if he or she is unable to
speak for himself or herself. The most common form of
written advance directive used in health care is the living
will” When the advance directive identifies another person
to represent the patient, the designated person becomes
the durable power of attorney (DPOA) for that patient. The
durability component limits the authority of the DPOA to
speaking for the patient only when he or she is incapaci-
tated—a detail that sometimes becomes blurred when the
patient becomes ill but is still competent to represent him-
self or herself.

Advance directives are legally designed to provide “clear
and convincing evidence” of a person’s wishes.® Unfortu-
nately, they are often difficult to apply and may contain
vague language. Many physicians become frustrated by not
having access to directives when needed or by patients’ and
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families’ being reluctant to discuss end-of-life issues when
decisions must be made. Some have argued that the living-
will concept has failed as a realistic application for health
care in this country because of these concerns and others.’
This argument tends to discount several decades of ethical
concern for patient autonomy and rights of refusal, but is
not without some merit when examining the data.’’

In spite of laws, policies, and public campaigns that have
encouraged written health-care directives (HCDs) over the
years, only about 20 percent of adult patients actually have
one.! This low rate of response has been attributed to many
things; some people feel that they do not need an HCD, and
others suspect that having one will not change the treat-
ment they will receive.” As health-care choices have be-
come more complex and medical information more difficult
to interpret, few people know or can articulate what they
would want in times of severe illness. Even if patients have
documented their wishes, surrogates and providers often
do not interpret what is frequently a long and complicated
document accurately.

Physicians may resist complying with certain components
of HCDs when, in their belief, life can be saved by reason-
able and technically feasible intervention, such as intuba-
tion or inserting a feeding tube. Physicians often struggle
with not following standard protocols of treatment, even
if those protocols are contrary to patients” wishes. Fear of
litigation and demands by patients” families often encour-
age intervention as well. Sometimes physicians are simply
unaware of patient preferences: SUPPORT found that physi-
cians knew of patients” preferences to avoid CPR less than
half the time, and structured attempts to inform physicians
about prognosis and patient preferences failed to modify
their behavior.”

Resuscitation is frequently misunderstood by patients or
avoided as a topic of discussion. They tend to overestimate
the effectiveness of CPR and tend to want it, but for the most
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part they have only a vague awareness about what it will
do to them or what their chances of survival after it are.™
This may be because physicians typically do not explain it
very well.”” Preferences about CPR tend to be influenced by
patients’ desire for success and how their physicians con-
vey details about the procedure and its probable outcomes.
Whether they have a health-care directive or not, elderly
patients tend to opt for CPR when it is presented positively
by the physician, but they choose nonintervention when it
is presented negatively.” When details of CPR and probabil-
ity of survival are included in the discussion, the majority
of elderly patients decide that they would not want to have
it.” Also, patients with end-stage disease may change their
minds frequently when considering quality of life and de-
sire for resuscitation.’

The location and clinical relevancy of the HCD is a fre-
quent impediment to compliance with it. A written HCD
may not be readily available, or it may have been written
many years earlier and at a time when the patient’s values
or beliefs were different. Not infrequently, the DPOA does
not agree with the living will and decides contrary to its
dictates. It is very difficult for family members to refrain
from imposing personal values when decisions they make
affect the life and welfare of a loved one. As a result, when
advance planning is not done as a family and preferences
are not clearly set forth, unwanted treatment and suffering
frequently occur.

To avoid these conflicts, Lynn and Goldstein offer four
guidelines for a reasonable strategy to improve care of pa-
tients with eventually fatal chronic illness:

¢ Universality: Enrolling in or leaving any system of care
(hospital, nursing home, home care, etc.) should lead to re-
view or documentation of advance care plans for every pa-
tient. Compliance with these plans should be a part of the
quality-assurance program of all health-care institutions.
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e Continuity: Attempts should be made to maintain the
same health-care team in all clinical settings: acute, am-
bulatory, chronic, and home.

¢ Transparency: Documentation should be available across
all settings and to all providers. The use of electronic
medical records with universal provider access can facili-
tate this.

e Consistency: Emergency providers should routinely ask
about advance care plans when serving patients who
might reasonably be expected to have a poor prognosis
or be at high risk of death.”

These guidelines may not be applicable across all systems,
but the goal should be to provide optimum conduits for
communicating patient preferences and goals of treatment
within and across systems that incorporate the activities of
multiple providers.

For the individual provider, it is important simply to
ask the right question at the right time. Patients tend to be
responsive to end-of-life questions and the advisability of
completing an HCD when they have solid and trusting rela-
tionships with their physicians.?’ It is also important to en-
courage patients, when possible, to have discussions about
values and preferences in the presence of family members,
especially the designated DPOA. When all participants hear
the same thing, confusion may be avoided at a later date.
Revisiting the discussion from time to time will also engen-
der clarity.

Advance directives can be a useful means of opening the
door to meaningful discussions about dying. Rather than
merely a prescription for action or inaction, HCDs may be
the first step in encouraging useful discussions about values
and what kind of life patients want to live at the end of life.
In the end, it is an understanding of patients’ values and
beliefs that is most important in guiding decisions about
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withholding treatment, whether that treatment is deemed
medically effective or not.

The Application of Futility

The notion of medical futility, or distinguishing between
“ordinary” and “extraordinary” treatments, has been con-
ceptually recognized for over three centuries. Medical futil-
ity is the clinical judgment that, in a patient’s current clinical
circumstance, it is not physiologically possible for an inter-
vention to achieve its intended and predictable biomedical
goal. But with recent decades’ medical advancements, the
question is no longer whether a treatment will successfully
prolong life, but whether it will prolong life in a way that
is acceptable. We have come to discuss this question under
the heading of futility rather than medical futility. Edmund
Pellegrino argues that futility is not a moral principle, but
an appraisal of probable clinical effectiveness, patient ben-
efit, and patient burden in the determination of what, if any,
treatments should be used.?

Futility as an argument for limiting treatment is a rela-
tively new concept for modern medicine. It was unrecog-
nized in medical literature until 1987. Prior to the 1980s,
the ability to sustain life in the face of serious illness was
much more limited. Subsequently, rapidly advancing de-
velopments in medical technology and the sophistication
of intensive-care units have provided the capability of
keeping patients alive almost indefinitely. In the wake of
the technology movement, patients and physicians began
voicing concern that many patients were being kept alive
well beyond the end of an expectation for a reasonably
good quality of life. Out of the bioethics movement of the
1970s and 1980s, a demand for greater patient autonomy in
health care represented a desire to protect and empower
patients to refuse unwanted treatment, especially when it
was felt to be futile.?? This is a more expansive definition
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of futility that extends beyond considerations of medically
effective or ineffective treatment.

With time, however, the ability to identify medical futil-
ity has blurred. In 1995, 134 articles were published in the
medical literature dealing with futility, but by 1999, this
number had dwindled to only 31. Many have argued that
the concept of futility is indefinable and no longer pertains
in modern health care. This argument is difficult to refute
because there is no agreement in the medical community
as to the underlying principles that determine futility. In
a more practical sense, it is difficult to claim futility when
medical science has the ability to effectively replace mul-
tiple organ systems that have failed.

Another difficulty with futility is that there are conflict-
ing opinions about suffering and the value of life. Personal
value judgments are unavoidable, including those made by
physicians, and may influence decisions in a direction not
necessarily consistent with patients’ stated preferences, even
if HCDs or valid surrogates are available. The difficulty lies
in rating the importance of values in the futility calculus.

Pellegrino offers a morally appropriate use of the con-
cept of futility in the clinical setting which can be useful
in ethical considerations of withholding or withdrawing
treatment. The Pellegrino model is a prudent guide incor-
porating both subjective and objective criteria that can be
used in the joint determination of futility by physicians and
patients or their surrogates. Unlike medical futility alone,
Pellegrino’s futility calculus is a proportionality equation
that strikes a balance between three criteria: effectiveness,
benefit, and burden.”

Clinical effectiveness is an objective determination made
by the physician and is evidence based. Pellegrino’s ef-
fectiveness takes into consideration prognosis and the
probability of attaining an intended, measurable clinical
outcome that will make a difference in morbidity, mortal-
ity, or functionality.
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Benefit refers to what the patient perceives as valuable and
is directly related to his or her personal treatment goals. It
centers on the patient’s assessment of “good,” which is to
say those goals and values that relate to whether further
treatment is worthwhile or not. The patient’s surrogate,
in order to be valid as a surrogate, should also represent
these values and goals of treatment when the patient can
no longer do so. In most circumstances, the emotionality of
the moment makes it very difficult for surrogates, typically
family members, to remain objective and selectively repre-
sent the patient, especially when they do not agree with the
patient’s expressed wishes. Personal opinions and beliefs
not infrequently come into conflict.

Burden is also a subjective assessment made by the patient
and may refer to physical, emotional, fiscal, or social costs
imposed by treatment. Burden and benefit are not readily
quantifiable because of the subjective as well as objective
nature of the determination and the outcomes that may or
may not be acceptable to the patient. Though the physician
may help to inform benefit and burden with objective facts
and prognoses, it is the patient, or the surrogate, who makes
the final assessment. The ultimate algorithm takes into ac-
count the proportional relationship of these variables.

Futility is therefore not a singular mathematical calcu-
lation of facts or an assessment of technological effective-
ness, but a longitudinal, patient-centric, and fluid analysis
of proportional benefit when treatment is questionable. The
patient-centered futility model offers a means of viewing
medical intervention proportionately to the needs and de-
sires of the patient, but this algorithm should be used cau-
tiously. Applied too rigorously, a futility determination may
ignore the obligation to help the patient live the last days
of his or her life as serenely and in as dignified a manner
as possible.?* The fulfillment for the patient and family of
sharing one last family gathering may be well worth the
discomfort of one more day on the ventilator.
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Families may also demand that “everything be done”
even when the treatment demanded is no longer rational.
Ethically, such demands cannot be supported because they
would force physicians to practice irrational medicine.
Respect for patient autonomy dictates that the patient has
the right to request and refuse treatment, but the right to
choose is not an absolute right to demand treatment that
is ineffective or morally reprehensible to the physician and
the health-care team. Patient autonomy cannot override
conscious moral objections or professional responsibilities
to practice evidence-based medicine and uphold standards
of care. In Pellegrino’s words, “Beneficence and autonomy
must be mutually re-enforcing if the patient’s good is to be
served, if the physician’s ability to serve that good is not to
be compromised, and if the physician’s moral claim to au-
tonomy and the integrity of the whole enterprise of medical
ethics are to be respected.”?

Patients are not ethically justified in expecting physicians
to provide treatments proven to be medically ineffective
or to do things that they believe are morally reprehensible.
Health-care providers as persons are also entitled to respect.
The nature of the provider-patient relationship, which is the
moral grounding of medicine, requires that neither physician
nor patient be ethically empowered to impose his or her will
on the other. Ultimately, a parting of ways may be necessary
if a conflict is irreconcilable. When professional and moral
commitments become incompatible, a respectful separation
accomplished by safely transferring care of the patient to an-
other provider or health-care facility may be necessary.*

Spirituality in End-of-Life Care

Increasingly important to patients is the spiritual dimen-
sion of healing, which patients are often drawn to near
the end of life.”” Most patients welcome an opportunity to
discuss faith and religious belief with their physicians.?®
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However, there continues to be disagreement as to the
extent to which physicians should engage in discussions
about these topics at the bedside. Many physicians are un-
comfortable doing this, and some clerics feel that these is-
sues should be left to the experts.”

Physicians may be uncomfortable dealing with spiritual
issues for several reasons. Medical training encourages pro-
fessional detachment for the sake of objectivity. As a result,
physicians tend to suppress personal feelings and beliefs in
the interest of unencumbered clarity in clinical judgment.
Respect for patient autonomy also requires physicians to al-
low for and foster uncoerced patient choice, which might
be threatened should physicians’ personal feelings or be-
liefs become known. Personal beliefs incur personal biases,
which may unfairly influence physicians” ability to think
clearly and objectively when considering clinical evidence.
If their carefully constructed professional facades are
breached, physicians may feel uncomfortably “humanized”
by being confronted with personal finitude and the realiza-
tion that they too are vulnerable.

Being untrained in dealing with the spiritual realm of
healing, physicians may also feel unable to meet the pri-
mary needs of patients when medical science has reached
its limit. In the modern paradigm of health care, the good of
patients tends to be defined in biomedical goals, and when
these goals are no longer achievable, providers often feel a
sense of frustration and even anger. Physicians may tend to
withdraw psychologically and emotionally when “nothing
further can be done” for their patients.

At these times, physicians qua human beings must come to
grips with the reality of personal limitation and the inevita-
bility of death. The physician may ask, why me? and, what
else can I do for this patient? The loneliness and desperation
of losing a patient, with whom the physician has had a long
relationship, can likewise cause the physician to question
his or her own spirituality.*
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Clinical studies are beginning to clarify how spirituality
and religion contribute to the coping strategies of patients
with severe, chronic, and terminal conditions. Chochinov,
Tataryn, and Clinch discovered that a positive mind-set and
a supported sense of “self” tend to have a positive impact on
clinical outcomes for patients approaching the end of life.*
Now there is indication that spirituality may promote lon-
gevity, protect against cardiovascular disease, and improve
recovery from acute illness.

There is little doubt that spirituality is important to pa-
tients. Many studies have shown that strong faith has a
positive impact on health and well-being® and that people
who attend church regularly tend to live longer, be less
depressed, and lead healthier lifestyles.”® An extensive re-
view of the literature by Post, Puchalski, and Larson indi-
cates that patient expressions of spirituality and religious
belief are important to health outcomes and that recogni-
tion of these expressions by physicians, with appropriate
response, is also important.®* In a recent study, geriatric
patients who reported greater spirituality, but not neces-
sarily greater religiosity, were more likely to appraise their
health status as good.®

Among physicians, attitudes about incorporating spiritu-
ality into the more secular art of medicine and healing are
mixed, and the debate is whether physicians should ever
discuss spirituality or pray with their patients.* A recent
study revealed religious belief to be more prevalent among
the general population than among physicians.”” Those
physicians who do report regularly addressing spiritual is-
sues with patients say they do so because of the importance
of spirituality in their own lives and because of the evi-
dence supporting the connection between spirituality and
health.* Others argue that “separation of church and medi-
cine” should be maintained because of the broad pluralism
of secular beliefs, values, and religions that exists in society
and the danger of misunderstandings and offensiveness
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should physicians attempt to become spiritually involved
with patients of different belief systems.*

There is no easy answer to this question. As always, when
the clinical path is not clear, health-care providers must rely
on their own considered judgment in finding a prudent
course of action. Spiritual belief and need have always been
at the bedside. Team members’ being prepared and able to
meet these needs, either directly and personally, or through
referral to others skilled in spiritual healing, is a product of
the accommodations made within the healing relationship
forged with the patient, grounded in trust and mutually re-
inforced by all participants.

Conclusion

End-of-life care is ethically challenging because of the
moral diversity of individuals. In addition, physicians are
now able to keep patients alive well beyond natural limi-
tations, blurring their ability to identify when “the end of
life” actually begins in the trajectory of chronic illness and
creating a perhaps subtle expectation that death can be de-
feated, or at least postponed indefinitely.*’ In the midst of
these gray areas, questions about limiting treatment, iden-
tifying patient preferences, and addressing the nonphysical
needs of patients are but a few of the major challenges fac-
ing health care today. And because there are increasingly
more people with chronic conditions, and the population is
aging rapidly, physicians have more and more patients who
will be facing this time of life soon.

Discussion and guidelines have been offered here to ad-
dress three specific domains of end-of-life care, but there
are no easy answers. As with so many questions in health
care, the responses to questions in these domains will be
ethically framed but different for each patient. Ultimate
solutions to end-of-life dilemmas can be found only at the
bedside, through relationships of mutual respect and the
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recognition by patients, families, and physicians that per-
sonal beliefs and values must coexist, by the nature of this
relationship, and that differences and similarities must be
balanced within this moral context.

I would suggest a final note of caution. Discussing per-
sonal beliefs with patients and families may inspire their
confidence, but such discussions should be approached in
light of the sometimes-delicate need for privacy, the clini-
cal circumstances, and the ultimate goals of treatment. It
will serve us all to remember that the personal feelings and
beliefs of health-care providers deserve respect, but that pa-
tients” need to be heard must be included in the balance.
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